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Perinatal HIV Transmission Grantee M eeting

Atlanta Marriott North Central
2000 Century Boulevard, NE
Atlanta, Georgia
January 11-12, 2000

Tuesday, January 11
Moderator— Janet Cleveland, Centers for Disease Control and Prevention (CDC)

Janet Cleveland opened the meeting on January 11 at 9:00 A.M. by introducing David Holtgrave,
Director of the Division of HIV/AIDS Prevention, Intervention Research and Support of CDC's
Nationa Center for HIV, STD, and TB Prevention; and Julie Scofield, Executive Director of the
Nationa Alliance of State and Territoria AIDS Directors (NASTAD), who welcomed all
attendees as follows.

Welcome and Opening Remarks

David Holtgrave, Centersfor Disease Control and Prevention (CDC)
Good morning and welcome!

Asyou know, last year $9.1 million was appropriated for perinatal HIV elimination activities. It

was divided among three different kinds of activities.

» $6,300,000 to 16 state and local health departments

» $1,866,667 to 26 state and local health departments working on enhanced perinatal
surveillance

« $933,000 to 5 national organizations

Together, that group of partners along with CDC makes a strong coadlition for perinatal HIV
prevention. CDC is committed to perinatal HIV elimination. The terms "control,” "elimination,”
and "eradication” have received attention recently. In abook by Walt Dowdle and Don Hopkins,
The Eradication of Infectious Disease lists seven criteria for eradication of infectious diseases:
» Scientific feasibility—Eradication is possible when
» thereisepidemiologic vulnerability of the disease; i.e., an Achilles hedl;
» thereare practical interventions available; and
» there has been demonstrated feasibility of elimination or control in certain geographic
aress.
» Political will and popular support—Eradication is possible when
» the public perceives a burden of the disease;
» thereisan expected cost of eradication;
» thereisasynergy of elimination efforts with other interventions; and
» thereisanecessity for true elimination (to zero) rather than control at some acceptable
level.



Although with perinatal HIVV we are concerned more with control and elimination than
eradication, all or many of these criteria have already been met. This drives our enthusiasm
toward today's partnerships with the state and local health departments, which will work on the
programmatic and surveillance efforts and with the national organizations. Together we can take
the next step toward meeting all the above criteria necessary for eliminating perinatal HIV
transmission. Thank you.

Julie Scofield, National Alliance of Stateand Territorial AIDS Directors

(NASTAD)

Good morning, everyone. NASTAD represents the nation’s chief state health agency AIDS
program directors, who have responsibility for administering HIV/AIDS health care, prevention,
education, and supportive service programs funded by both state and federal governments.
NASTAD isfunded by CDC to provide peer-based technical assistance to health departments and
community planning groups for planning and prevention programs.

| was asked to speak alittle bit on why we are here and how we got here and to provide a brief
legidlative history of the perinatal HIV prevention program.

In fiscal year 1999 (FY 99), Congress appropriated $10 million for CDC to implement Section
2625 of the Ryan White CARE Act (RWCA) Amendments of 1996. Section 2625 was a provision
of the law, when the RWCA was last authorized, that was championed by Representative Tom
Coburn of Oklahoma. After negotiations, this provision of the law authorizes grants to states for
activities to reduce perinatal transmission of HIV, including

. Making available to pregnant women appropriate counseling on HIV disease

. Making available outreach efforts to pregnant women at high risk for HIV who are not
currently receiving prenatal care

. Making available to such women voluntary HIV testing for such disease

. Offsetting other state costs associated with the implementation of this Section and
Subsections (a) and (b) of Section 2626, of which
. Subsection (a) relates to determining the rate of reported AIDS cases due to

perinatal transmission

. Subsection (b) relates to determining causes of perinatal transmission

. Offsetting state costs associated with the implementation of mandatory newborn testing in

accordance with this Title or at an earlier date than is required by this Title

Report language accompanying the FY 99 funding bill placed emphasis on state-administered
activities including outreach, counseling, and voluntary testing of pregnant women, rather than
mandatory testing of newborns. Priority was given to states that have the greatest proportion of
HIV seroprevalence among childbearing women, as determined by the most recent data available
from CDC.

The perspectives and challenges of the states are as follows:
. CDC implementation and process for making the awards was extremely lengthy, nearly a
year, and was not well communicated to eligible state and local grantees.



. Activities and expectations (for expenditure of these awards) must relate to award
amounts. The award amounts range significantly, from $50,000 to $1 million.

. State and local health departments play a pivotal role in planning, coordinating, and
implementing perinatal prevention activities.
. The health department AIDS programs administer the RWCA.

. The states administer Title 11, including the AIDS Drug Assistance Program

(ADAP).

. The cities administer Title.
. States coordinate all CARE Act grantees in their jurisdictions.

. Health departments are also funded through CDC’'s HIV Prevention,
Surveillance/Epidemiology, and Sexually Transmitted Disease (STD)
programs.

. State resources are being used.

. State agencies also have relationships with Medicaid, substance abuse, and
Maternal Child Health (MCH) programs.

. The biggest challenge is bringing the hardest-to-reach pregnant women into prenatal care.

. Another challenge is providing accessible, culturaly appropriate HIV prevention and care
services to women of childbearing age.

. We have an opportunity this year, because of the Congressional Black Caucus Initiative

(CBC) and new directly funded community-based organizations (CBOs) to make this
initiative go even further than it might on its own by linking with the new CBOs that are
targeting their HIV prevention efforts to some of our most vulnerable communities.

Contact information

Phone: 202.434.8090
Website: www.NASTAD.org
e-mail: NASTAD@NASTAD.org

General M eeting | nfor mation—Martha Rogers welcomed participants and gave an
overview of the meeting format. Project officers and other contact persons were introduced, and
all arelisted in the Participants List. Mary Helen Witten also welcomed participants and discussed
meeting logistics.

Plenary Sessions—Janet Cleveland, Associate Director for Community Planning and Capacity
Building, DHAP-IRS, CDC, moderated this session. After extending a warm welcome to
everyone present, she introduced the first speaker.



The CDC Vision of Prevention of Perinatal HIV
Transmiss ON— Martha Rogers, CDC

The vision of what CDC hopes to accomplish with these projects is one that should be molded

and shaped to fit the collective vision of al participants. HIVV and AIDS in children became a

leading cause of death in young children under 5 years of age; the number of perinatally acquired

cases peaked in 1992 when there was little that could be done for these women and children. Then

in 1994, the Perinatal AIDS Clinical Trias Group (PACTG) 076 found that by giving zidovudine

(AZT) to the mother during pregnancy and to the newborn, we could dramatically reduce by two-

thirds the mother’ s likelihood of transmitting HIV to her baby. Subsequently, the number of

perinatally infected children plummeted. A number of items are credited for contributing to this

decline.

. Nationa guidelines were developed and published quickly and disseminated widely by
CDC, Hedlth Resources and Services Administration (HRSA), and others.

. The Food and Drug Administration (FDA) changed the labeling of AZT to reflect the
indication for prevention of perinatal HIV transmission.

. The Health Care Financing Administration (HCFA) made funding for treatment available
through Medicaid and other programs.

. States passed a number of laws and regulations that helped promote the guidelines.

. Professional organizations developed best practices and encouraged their use among
clinicians.
. Private foundations were supportive and provided resources.

. Congress passed legidation designed to evaluate the efforts through both the Secretary’s
Determination and the Institute of Medicine (IOM) report published in 1998. Later, in
1999, funding was appropriated to help states further reduce perinatal HIV transmission.

As aresult of these efforts, the number of pediatric cases of AIDS declined, and AIDS dropped
off the list of the top 10 causes of death in young children. These successes led us to explore how
we could reduce as much as possible the number of children acquiring HIV infection and even to
speculate about elimination of perinatal transmission of HIV. Achieving these goals would require
highly effective interventions and implementation strategies. These points of intervention are
described in the following steps.

Stepsto Prevention Success

1 Pregnant women need to obtain prenatal care.

2. Providers need to recommend HIV testing for all pregnant women.

3. Once testing is recommended, the woman needs to make a decision about testing and
must return for results.

4, Women who are infected must be informed of recommendations about prophylactic
treatment.

5. These women must be assisted in adhering to the treatment regimen before, during, and
after delivery.

6. Women must seek follow-up care for themselves and their babies and must not breast-feed
their babies.



Severa elements are critical for achieving the goal of prevention of perinatal HIV transmission.

Linkages, networking, and collaboration among prevention partners must occur. The
perinatal prevention program needs to be viewed in the context of the overal HIV
prevention program. Materna Child Health (MCH) programs, hepatitis B programs, and
other perinatal prevention programs are potential partners.

We need successful policies that can be modified as new information becomes available.
For example, the U.S. Public Health Service (USPHS) counseling and testing guidelines
are currently being revised.

Outreach efforts must be extended to partners, communities, providers, women, and
others.

Effective and ongoing training must be provided.

The programs must be monitored and evaluated for effectiveness. The resultant data must
be used to modify the programs as needed.

Continued research will develop better interventions and more effective implementation
strategies.

CDC has formed a plan to further reduce perinatal HIV transmission. The plan was designed to
work at the national level, but it can be incorporated at the state or local levels as well. The
components of CDC’s plan include

Surveillance—expanding HIV reporting to all states

Resear ch—performing additional operational research to improve interventions and to
learn how to best put them in place and to inform the prevention programs

Education and training—addressing the issue of providers failing to recommend and
offer HIV testing to pregnant women

Programs—ensuring the success of programs being carried out by participants of this
meeting, the states with the highest burden of disease and national organizations
Outreach—developing partnerships and expanding community efforts
Evaluation—continuously monitoring components of the interventions, their effects at
national and local levels, and evaluating local programs as well

Policy and legal aspects—updating prophylaxis and counseling and testing guidelines,
encouraging and monitoring state laws and regulations, advocating for and supporting
HIV testing of pregnant women as a Health Plan Employer Data and Information Set
(HEDIS) measure, promoting model Medicaid-managed care contract language

What are some of the challenges that we're going to face as we try to further reduce perinatal
transmission of HIV?

Increasing prenatal care use, especially among substance-using women
Making HIV screening the standard of care among all prenatal care providers
Monitoring the emergence of antiretroviral resistance

Addressing potential toxicities of antiretroviral drugs, a surveillance activity
Improving adherence to very complex regimens

We have severa themes to keep in mind as we develop these projects over the ensuing months
and years.



Syner gy—We should maximize what we do in this program to apply not only to our goal,
but to preventing HIV in all women, getting women into prenatal care (which helps with
other diseases they might have, etc.) by creating synergy.

. between HIV and MCH programs

. between HIV and other perinatal interventions (e.g., hepatitis B)

. between clinical, public health, and community-based programs

Collaboration and networ king—Y ou may need to interact with people in health
departments and communities that you’ ve not previously had contact with.
Communication—We need to communicate at many levels, such as websites.
Flexibility—Programs need to change to fit with new scientific and evaluation
information.

Ethics—We need to adhere to the highest ethical standards and to ensure that our
programs respect affected populations.

Sustainability—We do not know how long the funds will continue, but programs need to
be developed that will be sustainable beyond this grant.

With those things in mind, | wish us al well over the next couple of days. Thank you.



Update on Enhanced Perinatal Surveillance, Toward Elimination
of Perinatal HIV Infection: Surveillance Datato Target and Evaluate HIV
Prevention Programs—Mary Lou Lindegren, CDC

The book by Walt Dowdle and Don Hopkins, The Eradication of Infectious Diseases, discusses

the definition and concept of elimination of an infectious disease:

. Elimination of perinatal HIV infection. The definition of “elimination” is reduction to
zero of the incidence of infections caused by a specific agent in a defined geographic area,
as the result of deliberate efforts; continued measures to prevent reestablishment of
transmission are required.

. Elements of an elimination program. Dr. Dowdle and colleagues stress the need for an
elimination program to “initiate surveillance early and use surveillance information to
guide program strategy.” Use surveillance as information for action. Surveillance was a
key component of smallpox and current polio eradication efforts. The quality and intensity
of surveillance increases with the stage of elimination.

Background of Perinatal HIV Transmission Reduction (providesthe basis of feasibility for
elimination)

1994. Use of maternal and neonatal zidovudine (ZDV) in AIDS Clinical Trials Group (ACTG)
076 reduced transmission from 25% to 8%. The Public Health Service (PHS) recommended
ZDV to prevent perinatal HIV transmission.

1995 onwar d. Data from clinical trials, observational cohorts, and state surveillance systems
document perinatal HIV transmission as low as 5% with ZDV.

1994 through 1996. Declining perinatally acquired AIDS in the United States. 15% of HIV-
infected women did not receive prenatal care [Surveillance to Evaluate Prevention (STEP) data)].
1998. Short-course ZDV regimen in late pregnancy and intrapartum reduced transmission by 50%
in Thailand. Observational datain New York State (NY S) suggest a reduction in transmission
with abbreviated ZDV regimen begun intrapartum or in the first 48 hours of life.

1997 to present. Increasing use of combination antiretrovira therapy (ART) during pregnancy.
1998. Use of elective cesarean section in presence of ZDV therapy reduced rate of HIV
transmission to 1% to 2%.

1999. Combination ART that reduces maternal viral load to undetectable levels may lower risk of
transmission to <1%. Nevirapine (NVP), once at labor and delivery and to baby, reduced
transmission 47% relative to ZDV.

Description of Perinatal HIV/AIDS Surveillance

Perinatal HIV/AIDS surveillance is the ongoing and systematic collection, analysis, dissemination,
and use of population-based information on HIV-infected pregnant mothers, perinatally exposed
and HIV-infected children, morbidity (AIDS), and mortality. Surveillance data are collected
actively by state and local health departments. The data can highlight successes as well as missed
opportunities so that successful strategies can be targeted to areas of need.

Uses of Perinatal HIV Surveillance Data
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Monitor the HIV epidemic in women and children.

Assess resources needed for prevention, care, and social services.

Target and evaluate effectiveness of perinatal HIV prevention (receipt of prenatal care, HIV
testing, ARV therapy, other interventions to reduce perinatal transmission, HIV status of
baby, follow-up care).

Evaluate implementation of other public health recommendations such as for Pneumocystis
carinii pneumonia (PCP) prophylaxis, timely HIV diagnosis and treatment.

Facilitate evaluation of adverse effects of perinatal exposureto ART.

Typ&e of Perinatal HIV Surveillance Data Collected
Demographic characteristics
Maternal prenatal care use, testing history, risk, antiretroviral use (ZDV use during pregnancy,
week started, labor/delivery), and other antiretroviral use during pregnancy and labor/delivery
Neonatal ZDV, other antiretroviral therapy, PCP prophylaxis
Birth history (type of delivery, prematurity, birth weight, birth defects)
HIV diagnostic and immunologic tests, opportunistic illnesses, mortality

CDC-Perinatal Prevention Plan, Ryan White Care Act 1996

$1O million was appropriated for perinatal HIV elimination activities.
$6 million to 16 state and local health departments for program activity through the
prevention cooperative agreements
$1.8 to 26 state and local health departments working on enhanced perinatal surveillance
$1 million to 5 national organizations
Collaboration needed with HIV prevention, HIV surveillance, MCH, and substance abuse
programs

Enhanced Perinatal HIV Surveillance

- Thirty-two states currently have named HIV reporting. Enhanced perinatal surveillance is an
expansion of STEP, a surveillance project initially implemented in four states (NJ, SC, M,
LA) in 1996, which was instrumental in the recent Institute of Medicine Report (IOM)
findings.
Enhanced ascertainment of mother-infant pairs: active case finding at pediatric sites and OB
hospitals, matching of HIV/AIDS registry to birth registry, laboratory reporting, and women
pregnant at the time of report
Systematic ascertainment of data from multiple sources. maternal HIV clinic, prenatdl,
labor/delivery, newborn and pediatric records, standard case report form and supplemental
data collection form, active follow-up of exposed infants every 6 months for infection status
Collaboration with programs (HIV prevention, MCH, substance abuse)

States Without HIV Surveillance
Alternate methods to collect data on HIV-infected mothers and their newborns—facility-based
collection of enhanced perinatal HIV surveillance data, with Institutional Review Board (IRB)
approval at those facilities
Standard case report form and supplemental data collected on HIV-infected mothers and exposed
children at those selected facilities (prenatal care, HIV testing, ART)
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Ascertainment of data on perinatal AIDS cases—reasons for failures statewide
Collaboration with programs (HIV prevention, MCH, substance abuse)

Characterizing the Local Perinatal HIV Epidemic and the Impact of Prevention, Using HIV
and All Available Sources of Surveillance Data
- Prenatal care
General population [birth certificates, Pregnancy Risk Assessment Monitoring System (PRAMYS)]
HIV-infected women (enhanced perinatal HIV surveillance)
HIV counseling and testing
All pregnant women (birth certificates, PRAMS, audit of hospital prenatal records at EIP sites)
HIV-infected women (enhanced perinatal HIV surveillance)
Use of antiretrovira therapy—ART, enhanced perinatal HIV surveillance, Survey of Childbearing
Women (SCBW)
Outcome of child (enhanced perinatal HIV surveillance)
Other sources [Medicaid, Supplement to AIDS Surveillance (SHAS), HIV counseling and testing,
PSD]

General Perinatal HIV Prevention Surveillance Data

- The number of women living with AIDS isincreasing, from 15% (1992) to 20% (1998). The
number of women ages 15-34 living with HIV infection is up to fivefold higher than the number
living with AIDS in some areas, based on HIV surveillance data.
The epidemic has especially affected minority populations.
AIDS cases in adult/adolescent women (N = 10,998) rates per 100,000 by race/ethnicity
White, not Hispanic =2

Black, not Hispanic =50
Hispanic =17
Asian/Pacific Idlander =1

American Indian/Alaska Native =4

The Survey of Childbearing Women (SCBW) estimated that 6,000-7,000 HIV-positive women
deliver infants each year in the United States.

In order for a prevention success to occur, an HIV-positive woman has to be in prenatal care, be
offered and accept HIV counseling and testing, be offered and accept ZDV, adhereto the
regimen, and receive follow-up care for herself and her baby.

The number of perinatally acquired AIDS cases increased from 1989 until a peak in 1992, then
declined rapidly after 1994 (ACTG 076), with a 74% decline from 1993 to 1995.

The question is: Can more cases be prevented? Let’s look at examples of enhanced perinatal
surveillance data.

Selected Surveillance Findings, by Project
STEP. Original STEP datafrom NJ, LA, SC, M| were critical for the Institute of Medicine (IOM)
report and many prevention programs.
Compared with the SCBW, enhanced perinatal surveillance ascertained over 85% of the estimated
mother-infant pairs, which is a very complete surveillance system.
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Prenatal care was found to be less commonly received by HIV-infected women diagnosed during
pregnancy (2%) than by the general population (15%).

Prenatal care by race/ethnicity reflects the general population.

35% of HIV-infected women who used illicit drugs during pregnancy did not receive prenatal care
compared with 6% who did not.

Lack of prenatal care during the first pregnancy predicts lack of prenatal care in subsequent
pregnancies, according to datain STEP.

In Connecticut, many HIV-infected women who did get prenatal care received very few vists,
82% of the HIV-positive women received their prenatal care in a clinic and only 4% in private
offices.

The proportion of HIV-infected women tested before delivery was 68% in 1993 and increased to
81% in 1996.

Proportions of HIV-infected women receiving prenatal, intrapartum, and neonatal ZDV increased
dramatically from 1993 to 1996. Very few (<5%) refused ZDV when offered.

Other Findingsfrom Perinatal HIV Surveillance Data in 32 States
Of children born to HIV-infected mothers and reported to CDC in 1998, the mother was tested
before or at birth in only 34% of children with perinatally acquired AIDS, compared with 89% of
HIV-exposed children and 61% of HIV-infected children.
Increasing numbers of mothers who were tested for HIV before the child’ s birth received any
ZDV—over 85% among births in 1998—and increasing numbers of women are receiving other
ART in pregnancy—almost 40% in 1998.
Data from Louisiana highlighted that most HIV-infected women who received prenatal care also
received some form of therapy. Prenatal care and ZDV use are associated.
Data from South Carolina showed that an STD diagnosis during pregnancy or illicit drug use
during pregnancy are predictors of receipt of ZDV; thus, STD clinics may be atarget for
prevention activities in some areas.
The proportion of HIV-infected children decreased dramatically from 1993 t01997.
Data from special perinatal HIV surveillance project in New Y ork City indicate that only 7% of
children born to mothers who received ZDV prenatally were HIV-infected children compared
with 21% born to those who did not.
Datafrom NY Sindicate that intrapartum and newborn ZDV prophylaxis may be protective as
well.

Pregnancy Risk Assessment Monitoring System. PRAMS is a CDC-funded population-based
surveillance system of women giving birth. It is administered through the Division of Reproductive
Health, covering not only HIV but other risk factors as well. Once in prenatal care, a woman needs to
be offered and accept HIV testing. In 1996, the percent of women who in 11 states discussed HIV
testing with a health care worker ranged from 60% to 84%. Once offered, most accepted. By 1998,
trends in HIV counseling and testing increased, significantly in some states. Prenatal HIV test
counseling in seven states increased from 69.7% in 1996 to 77.6% in 1998.

Behavioral Risk Factor Surveillance System. BRFSS is a CDC telephone survey of adults 18 years
and older, conducted from 1994 through 1997. Among pregnant women, the proportion tested in
1996 (53%) was significantly higher than in 1995 (41%); there was no significant change from 1996
to 1997. Among women who were not pregnant, there was no change over time.
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Connecticut

- Datafrom perinatal HIV surveillance indicate that not only do pregnant HIV-infected women
tend not to receive prenatal care; but the care, once received, is not adequate. Almost 50% of
HIV-infected women have fewer than 10 prenatal care visits. Source of care: Most (83%)
received prenatal care in hospital-based clinics, making them a place for targeted education
efforts.
Data from a chart review of prenatal care records showed that more women are tested for other
infectious diseases (hepatitis B, syphilis, rubella) than for HIV and that HIV testing varies
considerably from hospital to hospital.

Perinatal Guidelines Evaluation Project. Reasons for not accepting HIV testing during pregnancy

(396 women, 1997)

Reason Per cent
No perceived need for test 42
Previoudly tested 30
Not asked or test not recommended 8
Other 7
Not ready, too scared 4
Partner HIV-negative 2
Fear of discrimination 1
Scheduling conflict or 2
delivered before test

could be performed

Epidemiologic Profiles
Surveillance data can be used to create a perinatal epidemiologic profile, which enables one to
examine what's going on in communities and target programs, follow programs, and change
programs
Provide an understanding of the HIV epidemic among populations in the planning region (number
of cases, rates, distribution).
Characterize populations at risk for HIV infection.
Provide a scientific foundation for the planning process and subsequent steps.
Perinatal surveillance benefits women's health in general, as the data are applied to other perinatal
infectious diseases; e.g., hepatitis B, syphilis, group B streptococci.

Potentials and Challengesfor Eliminating Perinatal HIV Transmission in the United States
- Increasing receipt of prenatal care by HIV-positive women, especially substance-users
Making HIV counseling and voluntary testing the standard of care among all prenatal care
providers
Implementing rapid HIV testing at the time of labor and delivery
Monitoring the emergence of antiretroviral resistance
Potential toxicities of antiretroviral drugs
Improving adherence to complex ART regimens, especially anong adolescent women
Perinatal surveillance to target and evaluate interventions not available in all states

Update on Perinatal HIV Research — Mary Glenn Fowler, cDC
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Perinatal transmission isthe primary route of HIV infection in infants and children.
Transmission rates globally vary from 14% to 35-40% in the absence of antiretroviral
therapy, and from 2% to 10% with antiretroviral therapy.

Transmission rates almost doublein breast-feeding settings.

Worldwide, approximately 1600-1800 infants ar e infected each day (almost 600,000/year).
Lessons learned in the United States are being applied internationally.

Questionsfor Discussion

1.

2.
3.
4.

What aretherisk factorsbefore and after Pediatric AIDS Clinical Trials Group (PACTG)
076?

What do we know about breast-feeding transmission?

What do thetrialstell us?

What are CDC perinatal activities?

1. What aretherisk factorsbefore and after Pediatric AIDS Clinical Trials
Gr oup (PACTG) 0767

Increased illness severity (including immune factor s)

Maternal drug use

Low vitamin A levels, anemia (inter national settings)

Preterm delivery

Breast-feeding

Unrelated to maternal age, race/ethnicity, or previously infected child

Persistent Maternal Risk Factorsfor Transmission

Viral load (U.S. PACTG 185, Thai Bangkok study). All studiesto date find a general
relationship of increased maternal viral load and risk for perinatal HIV transmission. The
zidovudine regimen appear sto be protective at all levels of maternal RNA (ACTG 076
findings). M ost studies do not find a threshold below which no transmission occurs,
although most recent studies show an extremely low risk when viral load i undetectable.
Vaginal delivery or not receiving elective cesar ean section. M eta-analyses and randomized
trial showed elective cesar ean section is associated with 50% reduction of risk for
transmission.

Duration of membrane rupture. PACTS, ARIEL studies showed that prolonged membrane
rupture (>4 hours) doublestherisk for infant HIV infection.

CD4 count? M aternal CD4 counts wereimportant risk factors before PACTG 076; lower
CD4 counts have been associated with increased perinatal transmission. Data from Kenya
suggest that women whose human leukocyte antigen (HLA) type was most similar to their
infant's have increased risk of transmission. Polymor phismsin the regulatory regions of
CCR5 may also influence transmission.

Chorioamnionitis? Chorioamnionitisincreased therisk for transmission in some
studies—Zaire, PACTG 185, ARIEL—but not all.

Preterm delivery? A French study of 1,632 infantsfound a number of obstetrical
factors—e.g., sexually transmitted diseases, preterm delivery—wererelated to risk of infant
HIV infection.
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2. What Do We Know about Breast-feeding Transmission?
A Nairobi trial suggests breast-feeding increasesrisk for transmission in the first weeks
of life, with 2/3 of all breast-feeding transmission occurring by 6 weeks and 3/4 by 6
months.
L ate breast-feeding hasa low continuousrisk of 3.2% per year.
Risk factorsin breast milk include high viral load; other factors may include mastitis
and low HIV immunoglobulin A (IgA) levelsin breast milk.
Exclusive breast-feeding may have a protective effect.

3. What Dothe Trials Tell Us?

International trials were based on the information from the 1994 U.S. AZT trial, Pediatric
AIDS Clinical Trials Group (PACTG) 076 (50% reduction in transmission). Because this

complicated regimen might not be feasible in many partsof the world, international trials
examined shorter regimens focusing on different time periods of administration.

International Trials
Nevirapine. Uganda phasel, |IB trials showed efficacy of nevirapineis47%, relativeto
that of AZT.
AZT/3TC. PETRA resultsfrom Africa and multicountry trials showed
Arm A —Prenatal AZT/3TC efficacy in the last month suggests dightly better
resultsthan short-course AZT alone (50% vs. 37%).
Arm B —Intrapartum/postpartum AZT/3TC efficacy issimilar to short-course
AZT (37%).
Arm C— Intrapartum AZT/3TC alone was similar to placebo, suggesting that
prophylaxisjust during labor isnot sufficient.
AZT short-coursetherapy (Céte d'lvoire, Burkina Faso, Thailand). Efficacy was better
in non—breast-feeding settings (Thailand 50%) than in breast-feeding settings (West
Africa 37%). There was no obvious added benefit of giving postnatal 1-week AZT to
mothersin West Africa and little loss of efficacy of short-course AZT through thefirst 6
months.
Neonatal prophylaxis. Neonatal nevirapineor AZT/3TC in labor through the first week
of life substantially reducestransmission in breast-feeding settings (PETRA and
HIVNET 012). Intrapartum AZT/3TC prophylaxis aloneis not sufficient, nor isAZT
intrapartum and to the neonate for 1 week in breast-feeding settings. Data from New
York City suggest that 6 weeks of neonatal AZT can be effective in non—br east-feeding
settings. The duration of prophylaxis needed in breast-feeding settings is unknown.

Other Nonantiretroviral Perinatal HIV Clinical Trial Results

1994 M alawi chlorhexidine trial showed no difference in transmission ratesfor vaginal
cleansing/neonatal wash vs. no therapy.

1998-99 vitamin A trialsin Malawi, South Africa, and Tanzania showed no effect on
transmission.

1999 Kenya trial showed significant reduction (44%) in transmission for formula-fed vs.
breast-fed infants.
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1998 European elective cesar ean-section trial showed a 50% reduction in risk for
transmission compared with other typesof delivery.

4. What are CDC perinatal activities?
Current CDC Domestic (U.S.)) Activities
Mother Infant Rapid Intervention at Delivery (MIRIAD)—rapid testing for late-
presenting women
Follow-up of perinatally exposed infants—Pediatric Spectrum of Disease (PSD), PACTS
Congressional funding to maximally reduce perinatal transmission in high prevalence
states
Pediatric state HIV surveillance

Current CDC International Activities

- Short-course AZT trials (Thailand and Céte d'lvoire)
Pooled analyses of late HIV transmission at 12 and 18 months (CDC and ANRYS)
Breast-feeding laboratory studies (Cote d'lvoire and Uganda)
Pilot studies of rapid testing and counseling (Uganda, Botswana, South Africa)
Short-course AZT/formula pilot studiesin Africa (CDC and UNAIDS/UNICEF)

Potential Future CDC International Activities

- Pilot studies of opportunistic infection prophylaxisfor HIV-infected children in resource-
poor settings
Collaborative effortswith other groupsto carry out antiretroviral trials during the breast-
feeding period
Perinatal vaccinetrials (uninfected women postpartum and HIV-exposed infants)

Summary
The most critical risk factorssince PACTG 076 are viral load and breast-feeding.
The clinical trialsindicate usefulness of viral load reduction and neonatal prophylaxis.
Pressing future international challenges
Strategiesfor breast-feeding treatment
Implementation of trial results
CDC isworking to maximally reduce perinatal HIV transmission in the United States and
internationally.
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Panel of National Organizations

American College of Obstetricians and Gynecologists (ACOG)—Dbebra

Hawks

ACOG isa specialty society with about 40,000 memberswho deal with women’s health issues
and infant and child health. ACOG members comprise almost all boar d-certified obstetrician-
gynecologistsin this country and participatein the bulk (about 85%) of the deliveriesin the
United States each year; family physicians and nurse midwives make up the other 15%.
ACOG delivers committee opinionsto respond quickly to fast changesin practice (data,
technology, devices). Recent examplesinclude a committee opinion on Pediatric AIDS Clinical
Trials Group (PACTG) 076. Another committee opinion wasissued in 1999, showing that
scheduled cesarean delivery at 38 weeks can further reduce perinatal HIV transmission,
depending on the woman’sviral load and medical status. The 1999 revised AAP/ACOG policy
statement on the IOM report recommends universal perinatal HIV testing with patient
notification, but with the proviso that counseling and education to pregnant women is still
important but should not be a prerequisite or a barrier. The Institute of Medicine (IOM)
projectsthat if 100% of obstetricians and gynecologists (ob-gyns) offered testing to pregnant
women and 100% of the women accepted, the number of HIV-infected babies would be
reduced by 33% (386 babieslyear). ACOG’sgoal istoincreaseroutine HIV testing by ob-gyns
(currently offered by 50-75%), focusing on those who do not recommend testing because they
either do not perceivether patientsto beat risk, do not have sufficient time, or are limited
because of pretest counseling requirements.

There has been a significant declinein pediatric AIDS cases, however, there still isa need to
increaseroutine HIV testing of all pregnant women. Many women ar e getting tested during
pregnancy, according to the |lOM report, and testing is greatly affected by how the provider
presents the information to the women and encourages them to be tested. We see lesstesting in
private populationsthan in public clinicsor areas of high HIV prevalence. Thereisareason
for thislack of testing. Probably the legal pretest counseling requirements that most states
have are the biggest barriers. Ob-gyns are obligated to comply with these state-mandated
counseling requirements. Women are largely receptive to HIV testing and will do most
anything to improve the health of their infants. IOM has shown some statistics on how much of
an impact increased testing could have on reduction of pediatric AIDS cases.

ACOG hasagrant from CDC to focuson perinatal HIV. The bottom lineisto further
routinize prenatal HIV testing, through a number of mechanisms.

. Distribute patient and professional materials

. Issue AAP/ACOG statement on testing

. | ssue cesar ean delivery committee opinion

. Design innovative physician tools on testing (tear pad to give clients, physician
r efer ence sheet)

. Provide postgraduate education (annual clinical meeting, postgraduate cour ses)

18



. Promote perinatal HIV testing at grassrootslevel (in all 10 districts)

. Enhance media cover age (to heighten consumer—male and female — interest in
testing)

. Participate in state-specific Providers Partnership (CT, NC), specific to perinatal HIV

. Collaborate with AAP and others

. Evaluate project (survey 1,000 U.S. ob-gyns on testing practices, risk perception,

reasonsfor not testing all pregnant patients)

Thisspring ACOG will be disseminating materialsto every ACOG fellow and making them
available to other organizations aswell. They will be directly mailed to every state health
director, every state MCH director, and every state AIDS director. Before and after the
mailing, 1,000 ob-gynswill be randomly sampled to evaluate whether these materials have
affected ob-gyns' testing practices, risk perceptions, and to assessreasonsfor not routinely
testing all pregnant patients.

Materials Available

G Committee Opinion, Scheduled Cesarean Delivery and the Prevention of Vertical
Transmission of HIV Infection

Joint Statement of ACOG/AAP on HIV Screening

Patient education pamphlet, HIV Testing & Pregnancy (under revision)

Video, HIV & Pregnancy

I mportant News for Pregnant Women (tear sheet adapted from Alberta Health)
Physician reference card (adapted from Alberta Health)

OO0

Contact Infor mation
Phone: 202.638.5577
Website: www.acog.org

American Academy of Pediatrics (AAP) —Alicia Siston

The AAP isa not-for-profit professional organization with a member ship of approximately
55,000 pediatricians. The AAP sgoalsareto develop policies and programsin five specific
areas. advocacy, education, research, service, and improving the systems through which
pediatric careisdelivered.

The AAP believesthat pediatricians play a vital rolein the further reduction of perinatal HIV
transmission. Through its Committee on Pediatric AIDS, the Academy hasissued several policy
statements to its member s covering such topics as perinatal HIV infection and testing, HIV
transmission through breast-feeding, education of children with HIV, and evaluation and
medical treatment of HIV-exposed infants. All policy statements are available on the website.
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Education—The AAP will promote perinatal HIV prevention to its member ship through the

following:

. A special “ Perinatal HIV Prevention” insert in the AAP s standard batch mailing. The
insert will include a cover letter highlighting the importance of pediatrician involvement,
three patient education brochures, a poster from the Elizabeth Glaser Pediatric AIDS
Foundation (PAF), and a fact sheet on thisissue

. A reprint of the Executive Summary from the Institute of Medicine (IOM) Report,
Reducing the Odds. Preventing Perinatal Transmission of HIV in the United States, in
their news magazine, AAP News

. Promotion of the IOM report and AAP/ACOG joint policy statement

. AAP Grand Rounds— an article in this monthly subscription newsletter

. NeoReviews—an articlein thisonline section of Pediatricsin Review

. Other educational courses and sessions (Practical Pediatrics CME, Pediatrics Review

and Education Program, and the AAP Annual M eeting)

Collaborations

. ACOG. The AAP has collaborated with ACOG to revise ajoint policy statement on HIV
screening of pregnant mothers, “ Human Immunodeficiency Virus Screening,” published
in the July 1999 issue of Pediatrics.

. IOM. The AAP wasrepresented on the |lOM Committee on Perinatal Transmission of
HIV, which produced the report, Reducing the Odds: Preventing Perinatal Transmission
of HIV in the United States.

. AHA. The AAP will attempt to involve the American Hospital Association (AHA) in
effortsto educate patients and providerson issues surrounding perinatal HIV
transmission and quality assurance.

. NAPNAP. Collaboration with the National Association of Pediatric Nurse Associates and
Practitioners (NAPNAP) will facilitate access to health care providerswho interact with
familiesto deter mine appropriate strategies to inform and educate their member ship on
thistopic.

M ember ship Assessment—The AAP Department of Pediatric Practice will conduct a Periodic
Survey of Fellowsto evaluate the knowledge, attitudes, and behaviors of AAP members
pertaining to the further reduction of perinatal HIV transmission. The Committee will carefully
review theresults and suggest mechanismsfor how the AAP can continueto educate its
member ship on thistopicin an effort to effect behavior change. AAP will work with ACOG and
with the National Pediatric and Family HIV Resour ce Center to work out similar assessments of
member ship and compar e with ob-gyn and family practitioner results. The AAP will mail out a
survey to 1,600 Academy fellows; responserateistypically 70% . We are hoping to do a preand
post survey, but because the Academy only hasthe capacity to conduct four surveysa year, this
may not be possible.

I’1l now turn thefloor over to Cathy Wilfert, who will discuss some of the exciting opportunities
we hope to pursue with AHA.
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Cathy Wilfert—I"m going to take just one more minute because | think we all believe in the
importance of education. However, to change or encourage a change in behavior, it may be
useful if one of the criteria by which provision of careis assessed iswhether the offering of
counseling and testing to all pregnant women occursin the hospital setting whereinfantsare
delivered. Therefore, we would like to think optimistically that we can arrange discussionswith
our colleaguesat ACOG and the AHA to have thisincor porated as an essential standard of
care.

At the same time, we have noticed a gap in the linkage of mother-infant charts. Thereis much
information besides HIV that should be transferred automatically to the infant’s chart.
Whether we can accomplish this, we don’t know; but it seemsit should be beneficial to all of
child health if those kinds of relevant information could be easily accessible and if we can agree
that the uniform offering of counseling and testing is something that should be used asa
standard of care assessment. Thank you.

Contact Information
Phone: 800.433.9016
Website: www.aap.org

Association of M aternal and Child Health Programs (AM CHP) —sarah
Pfau

I’m here from Washington DC, representing AM CHP, a national nonpr ofit organization that
provides leader ship to assure the health of all women of reproductive age, children—including
children with special health care needs—and youth. Its over 400 membersinclude directors and
staff of state MCH (Title V) programs and professionalsin gover nment, academia, resear ch,
policy, and advocacy. AM CHP develops position papers and policy statements, developsissue
briefs and fact sheets, and monitor s actions of Congress. We do a lot of policy analysiswork; we
also work with legidators at the state and national levelsto ensurethat policymakersare
informed from the public health per spective about a variety of MCH population issues. We
wor k with issues pertaining not only to perinatal and women'’s health but also adolescents,
infants, and children with special health care needs.

In relation to our cooper ative agreement with CDC, some of the thingsthat AM CHP has done
in the past include 1995 publications on HIV transmission prevention projects at the state level.
In 1999, AM CHP revised its position statement on HIV counseling and testing. AMCHP
promotes univer sal testing with counseling, with the under standing that state policies dictate
the consent component of HIV testing. All of AMCHP’ scurrent position statementsare
accessible on our website: www.amchp.org. More broadly, AM CHP promotesthe need for a
continuum of carefor women in addition to preconceptional and prenatal care.
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AMCHP also hastwo other cooperative agreementswith CDC (in the Division of Adolescent
and School Health and the Division of Reproductive Health), and staff members serve on a lot
of national coalitions. These activities provide insight into the work we will be putting into this
cooper ative agreement. Our primary goal in this cooper ative agreement isto work with the
state Title V programsto coordinate perinatal HIV transmission prevention effortsinto their
preconceptional, prenatal, and ongoing care for women. We also hope to provide technical
assistance, communications, and the dissemination of infor mation that will be valuableto Title
V programs. We are conducting a survey that will bereleased to M CH directorswithin the next
few weeks. The survey assessesthe current status of standards, practices, policies, and laws
across states as well as state collabor ative efforts and how they are funding their perinatal HIV
transmission prevention efforts. We encour age collabor ation between the Title V programs and
the Ryan White Title1V, Title X programs, AIDSdirectors, and others, and the building of
networ ks to ensure comprehensive care.

Forums. AM CHP communicates and provides technical assistance through
. Annual meetings

. Bimonthly newdetters, Updates

. Website (www.amchp.or g)

. National audio conferences

. Policy publications

. Participation in Title V regional conference calls

. Collaboration with many national organizations and federal agencies

Objectives. AM CHP’s broad objectivesinclude

. Providing technical assistance and disseminating materialsto promote perinatal HIV
prevention within the M CH sector

. Assisting state TitleV programsin integrating HI'V counseling and testing into routine
preconceptional and prenatal care

. Facilitating the exchange of ideas and experiencesin perinatal HIV transmission

prevention programs among state Title V programs and key agencies within the states

TitleV isadministered by the Maternal and Child Health Bureau (M CHB) of HRSA, with
whom AM CHP works closely. TitleV services and their target populations make them ideal
constituentsfor AMCHP. Authorized under the Social Security Act of 1935, TitleV became a
block grant as of 1981. The only federal program solely devoted to improving the health of all
mothers and children, it servesover 20 million women, children, and families per year. TitleV
provides wraparound M CH servicesto underinsured, uninsured, and publicly insured families.
TitleV services are unique because they include the cor e public health functions of assessment
(data, evaluation, research), policy development (standar ds, guidelines, model programs), and
assurance (regulation, monitoring, technical assistance, support services). TitleV coordinates
and integrates population-based servicesto avoid fragmentation and duplication in meeting
families' needs.

TitleV Perinatal HIV Prevention Efforts. Theexisting TitleV effortsfor prevention of
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perinatal HIV transmission include

. Educating and training providers

I nforming consumer s

Developing counseling and testing protocols

Developing and monitoring negotiated state perfor mance measur es specific to HIV/AIDS

Plans. The AM CHP cooper ative agreement, in the context of existing TitleV perinatal

transmission efforts, plansin thefirst year to do the following:

. Survey all state TitleV programs (M CH directors) to provide a sour ce of very specific
information about the current status of both state and Title V program policies and
practicesregarding HIV testing and counseling of pregnant women.

. Publish a monograph on the results of the survey.

. Convene a consensus wor kgroup of TitleV representatives from the 10 public health
regions.

. Develop policy recommendations based on the survey and workgroup.

. Convene an expert pane with representatives from various national organizations and

federal, state, and local agencies.

AMCHP’s 1995 position statement on HIV testing and counseling was brief, supporting
voluntary testing. Asa result of therecent IOM guidelines, therevised position statement is
mor e compr ehensive, supporting the goal of universal counseling and testing for all
women—especially pregnant women.

Materials Available

G Organizational position statement on HIV testing
G TitleV information

G AMCHP information

G Publicationslist

Contact Information
Phone: 202.775.0436
Website: www.amchp.org

National Pediatric and Family HIV Resource Center (NPHRC)— carolyn
K. Burr

NPHRC hasa plan for reducing perinatal HIV transmission through targeted training of
health care providersin four states. The NPHRC isa project within the Francois-Xavier
Bagnoud Center at the University of Medicine and Dentistry of New Jersey (UM DNJ).

The organization provides hands-on education, technical assistance, and consultation to

programs and providers; forms expert working groups on emer ging issues, develops and
distributes provider and consumer educational materials, and provides online education. The
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NPHRC websiteislinked to many related sites.

NPHRC' s project goalsfor targeted training are as follows:
. Increase providers knowledge about HIV counseling and testing of pregnant women.
. Increase providers understanding of strategiesto reduce perinatal HIV transmission.

How do you best achieve those goals? Educating providers about HIV raises some special issues.
Early in the epidemic, providershad negative attitudes about caring for people with HIV and
AIDS. Morerecently, professionals, especially younger ones, are showing an increasing
willingnessto carefor personswith HIV. AsHIV testing of pregnant women becomes more
universal, more providerswho may bereluctant to carefor patientswith HIV or may not believe
their patientsare at risk will be expected to offer HI'V education and testing to their patients.

NPHRC plansto build upon what they did in New Jersey to promote the findings of the PACTG
protocol 076. Over the next two years, NPHRC will partner with key organizations within four
states. One-day training in each state will use a train-the-trainer, or faculty training, (practicing
clinicians) approach to build on existing expertise and resour ces. The training will use didactic
(familiar to physicians) and interactive (most likely to modify behavior) approaches. The content
of the training will include

. HIV counseling and testing in pregnancy, including test inter pretation
. M edical management of HIV in pregnancy

. Reduction of perinatal HIV transmission

. Controversiesin perinatal HIV care

. Adult learning strategies

Enabling strategies will involve providing materials that facilitate adaptation to change; e.g.,
patient education materials and provider pocket guides. Trainerswill not need to develop their
own materials but rather will be given materialsthat provide a mixed didactic and interactive
approach. Trainerswill receive a complete curriculum of dides, case studies (inter active), patient
and provider educational materials with which they can then educate a larger audience of
women’s health care providers and provide ongoing expertise within the community. Follow-up
(6-9 months) surveyswill evaluatetrainers knowledge and attitudes about perinatal HIV
infection and their practicesregarding HIV testing of pregnant women. The outcome of the
training can be measured by the number of women receiving HIV testing and the number of
HI1V-exposed infants before and after training intervention.

Materials Available (in English and Spanish)
Materialswill be updated after revised perinatal guidelines are published.

G Pocket card: Guidelinesfor Use of HIV Antiretroviral Therapy in Pregnancy/Follow-up
Carefor Infants Born to Motherswith HIV Infection

G Reduction of Perinatal HIV Transmission: A Guide for Providers

G What Women Need to Know: The HIV Treatment Guidelines for Pregnant Women
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Contact Information
Phone: 800.362.0071
Website: www.pedhivaids.org

CityM at CH—william Sappenfield

| am actually with CDC, assigned to CityMatCH. The CityM atCH mission isto enhance the
ability of health departments at the local level to improve the health and well-being of children
and familiesin urban areas. CityMatCH has a unique infrastructure designed to promote
communication and collaboration across the 150 urban health departments (city, county,
regional, district, state) whose jurisdictions include one or mor e of the 200 largest U.S. cities.
CityMatCH isa hybrid entity that is both an applied resear ch organization based at the
University of Nebraska M edical Center and a free-standing national member ship or ganization of
health departments maternal and child health (M CH) programs and leader s representing urban
U.S. communities. Preventing Perinatal Transmission of HIV in U.S. Citiesisan Association of
Teachersof Preventive Medicine (ATPM) cooper ative agreement between CDC and
CityMatCH.

CityM atCH offers

. Effective existing infrastructure for communication and infor mation dissemination

. Capacity building targeting urban health departments and their community partners,
including
. Urban MCH Data Use Institute. Thisyear-long training I nstitute focuses not just

on data but on effective data use. Community-based teams of policy makers,
program manager s, and data specialists meet face to face for skills building
opportunitiesthreetimes a year and undergo distance training five times a year.
In addition, teamsreceive mentoring in carrying out locally based projects. The
goal istwofold: increasing health department capacity for using data effectively,
and creating change in the health department’s use of data in decision making and
execution of its core functions. Individual skills development isonly a step toward
the goal.

. Work Group on Urban Maternal and Child Health Assessment (GUMCHA)
Learning Clusters. These learning groups, organized and facilitated by
CityMatCH, combine scientific experts and public health practitionersfrom
selected citiesto trandlate data and resear ch into effective practice and policies.
Focusing on a public health issue (e.g., infant mortality, perinatal transmission of
HIV) or assessment method, the Learning Clustersjointly identify strategiesto
develop, use, and/or disseminate new methods or approachesto prevention within
and acrosstheir cities.

To determine a baseline of local health department involvement in perinatal HIV prevention in
U.S. cities, CityM atCH sent a two-page rapid fax query to its member urban health departments
in May of 1999. The survey assessed current level of engagement in HIV prevention and
perinatal HIV-related activities. Perinatal HIV was acknowledged as a problem, but the
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responses from the member ship varied. CityM atCH responded with the following call to action:

. Perinatal HIV transmission predominantly occursin U.S. cities; accordingly, its
reduction requires an urban strategy.
. Current urban health department involvement isdiversein type and depth. While work

isoccurring, it isfrequently fragmented and therefore insufficient to completely prevent
perinatal HIV infection.

. CityMatCH has useful experience and expertise to offer. Itsmembers needs are diver sg
this cooper ative agreement will enhance capabilities.

In order to further reduce perinatal HIV transmission, the following shifts must occur:
. Shared state-urban public health accountability

. Population-based systems of coordinated, universal perinatal prevention
. Coordinated systemsfor prenatal outreach and perinatal care
. I ntegrated team-based lear ning and problem-solving in communities

The CityMatCH Plan

Goal #1. Promote lear ning acr oss states and urban communities with the highest concentrations
of perinatal HIV transmission to identify mor e effective, sustainable approachesto assessment
and prevention.

Approaches

. Use Learning Clusters (cities, expertise, and resources) for urban perinatal HIV
prevention.

. I dentify urban-specific prevention strategies.

. Promote peer exchange and technical assistance.

. Achieve measurable resultsin HIV screening outreach.

Actions. Over the next three years, we will establish two Learning Clustersfor the prevention of
perinatal HIV.

In Learning Cluster 1, selected city teams and invited expertstogether will decide whether to
develop comprehensive strategies vs. a specific issue-focused approach. Learning Cluster 2 will
either refine and expand on what was learned from Learning Cluster 1 or may bea morein-
depth implementation of interventions and best practices.

Goal #2. Inform and engage urban health department programs and leadersin the prevention of
perinatal transmission of HIV/AIDS. Types of information to be shared will include basic and
clinical sciences;, HIV surveillance, assessment, and prevention infor mation; and successful
strategies.

Actions

. Develop community-based HIV prevention products and processes.
. Approachesto planning
. Guidelinesfor community-oriented strategies
. Descriptions of best practices
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. Urban public health leader ship development

. Better integration of MCH and HIV programs
. Comprehensive strategies to decrease fragmentation in the public health
community
. Capacity building of public health agenciesto carry out strategies
. Disseminate information via website (www.citymatch.org), Fax Alertsto members,

mailings to members, and the materialslisted below.

Selected M aterials Available

G Quarterly newdetter, CityLights

G CityMatCH annual Urban L eader ship Conferences
G DUInfo, description of Data Use I nstitute

G Electronic NewsBriefs (biweekly)

Contact Information

Deanna Bartee, HIV Perinatal HIV Prevention Project Coordinator
Phone: 402.595.1700

Website: www.citymatch.org

Plenary Session
Day 2
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Wednesday, January 12, 2000
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Perinatal HIV Transmission Grantee M eeting

Atlanta Marriott North Central
2000 Century Boulevard, NE
Atlanta, Georgia
January 11-12, 2000

Wednesday, January 12
M oder ator— Sam Dooley, Centersfor Disease Control and Prevention (CDC)

Sam Dooley welcomed participants and opened the meeting on January 12 at 8:30 A.M.

Update on Revised United States Public Health Service (USPHYS)
Policy on HIV Screening of Pregnant Women and Treatment of
HIV-Infected Pregnant Women — martha Rogers, cDC

Good morning. Thenational guidelinesfor prevention of perinatal transmission areactually in two
different documents; both arepart of theM MWR Recommendationsand Report series: guidelines
for counseling and HIV testing of pregnant women, last published in 1995, and prophylactic
treatment for women who test positive during pregnancy, second revision in 1998. Both are
currently undergoing yet another revison; neither isout yet. So my talk will be in generalities.

| will begin by giving you some history about the screening of pregnant women, pointing out the
evolution of policy over time.

Evolution of Policy for HIV Screening of Pregnant Women

1985—An HIV antibody test became available. CDC published the first recommendations for

prevention of perinatal HIV transmission. Weknew very littleat that time about transmission and

had little to offer pregnant women. Recommendations at that time were targeted and not very

effective.

. Counseling and testing should be offered to women at high risk.

. HIV-infected women “should be advised to consider delaying pregnancy until more is
known” and advised against breastfeeding.

1994—Pediatric AIDS Clinical Trials Group (PACTG) 076 results were announced. USPHS

published recommendationsfor prophylactic treatment of HIV-infected pregnant women.

1995— USPHS published revised recommendations for HIV counseling and voluntary testing of

pregnant women. The recommendation moved away from a targeted approach and more toward

a universal approach, recommending that “ health care providersensurethat all pregnant women

are counseled and encouraged to be tested for HIV ...” and that testing should be voluntary, not

mandatory.

1996—Combination therapy with protease inhibitors became widely available and had a

tremendous effect on quality of life for infected persons.

1998—USPH S published revised prophylactic treatment guidelinesfor useof antiretroviral (ARV)
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agents (including combination therapy) during pregnancy for maternal health and reduction of
perinatal transmission of HIV.

1999—As a result of being commissioned by Congress (as part of the last Ryan White
reauthorization) to evaluate how well CDC and other feder al agenciesand state health departments
weredoingin reduction of perinatal HIV transmission, the I nstitute of M edicine (IOM) published
areport recommending a “ national policy of universal HIV testing, with patient notification, asa
routine component of prenatal care.” Consent was also smplified to an opt-out or right-of-refusal
approach. New findings about short-cour se therapy and therapy at the time of labor and delivery
and to the newborn added support to the treatment recommendations.

2000—USPHS plansto publish revised guidelines for HIV screening of pregnant women and for
treatment.

Controversies Around Policy for HI'V Screening of Pregnant Women

. Pregnant women and newbor nsar e often considered “ vulnerable’ populations, especially in
terms of research and medical procedures.
. There used to be a conflict between women’s rights and infant’s rights, when testing was

considered good for the infant but not necessarily good for the woman. However, new
treatment options are enhancing the testing benefits for both.

. Policy was sometimes seen to be disrespectful and demeaning of women by treating them as
vessels for reproduction and vectors for transmission. A lot of attention was needed to
balance the benefits to the woman as well asto the infant.

. Financing and cost-effectiveness was a big issue, especially for low-prevalence areas. This
concern may still exist.
. Changes in the informed consent process for HIV testing have raised concern that the

consent processis“ eroding.” The move toward right of refusal may mean that women get
less counseling and are less aware of some of the risks. However, benefits have greatly
increased but must still be weighed against therisks.

. The IOM request for simplification of counseling has raised concern over the role of
counseling: Where does counseling fit in? How long should it be? Who should deliver it?
How should it be delivered?

New Advancesin Science and Technology Since Publication of Original Guidelines

. M or e effective treatment for infected persons

. Proven effective prophylactic therapy for women at the time of delivery

. Increasing evidencefor effectiveness of postexposur e prophylaxis, especially with newborns
. Improved testing technology (e.g., rapid tests)

. Several studiesindicating that women with undetectable viral loads transmit very rarely

. Better protection against discrimination (e.g., Americans with Disabilities Act)

L essons Learned from Evaluation of Current Policy and Putting Programsinto Place
. Testing is highly accepted when strongly recommended by provider.

. Lack of prenatal careisa big problem, especially among substance-abusing women.

. Some women decline testing, and some providers decline to offer testing because they
perceive low risk.

. L ogistics may sometimes be a problem.
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Adherence to complex treatment regimens can be difficult.
IOM findsthat some providers perceive counseling asa barrier to providing testing.

Themes and Directions for Revised Guidelines

Emphasiswill be on testing asa routine part of prenatal care.

Thetesting process will be smplified (with the provision of minimal infor mation).

M oreextensive counseling (" prevention counseling” ) isnot necessarily linked to testing but
isrecommended as part of routine education of pregnant women.

Testing remains voluntary, but right-of-refusal type of consent is per mitted.

The consent processisflexible by per mitting right of refusal but not recommending against
more traditional informed consent. Written consent will not be mandatory in the new
guidelines, although some state laws still requireit. Ideally, HIV testing would be morelike
other prenatal disease screening.

Provider s should explore and addressreasons for refusal of testing.

More emphasis should be placed on testing and treatment at time of delivery for women
without prenatal care.

Testing of the newborn isrecommended if the mother hasnot been tested, but testingisnot
mandatory if the mother refuses.

Update on Prophylactic Treatment Recommendations and Other Interventions

The last document (published in 1998) took combination therapy into consider ation.
Other adult and pediatric treatment guidelinesar e dynamic documentsand ar e maintained
on theinternet.

An expert pane wasformed in December 1999 to revise prophylactic treatment guidelines
for pregnant women.

This dynamic document will be available on the inter net sometime in 2000.

Immediate issuesto be addressed by the pandl:

. What is the best treatment at time of delivery for women without prenatal care?
Nevirapine? Zidovudine? Combination therapy? Other drugs?
. What should mode-of-delivery recommendations be? We need to explore the value

of cesarean delivery in women with very low viral loads.

Remaining Issuesfor Consideration

ARV toxicity and long-ter m effects on children

Need for more licensed rapid tests. Need two rapid tests to approximate the reliability of
enzyme-linked immunosor bent assay and Western blot tests.

M ode of delivery recommendations

Treatment at time of delivery recommendations

New Ryan White authorization around perinatal HI'V transmission

Again, the themes, especially around counseling and testing and screening, arein draft form and
may vary in final form.

Contact Information
Website: www.cdc.gov/hiv/projectsperinatal
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Health Resource Service Administration (HRSA) Programs for
Pregnant Women and Children, Maternal and Child Health Bureau
(M CHB) — Karen Hench, MCHB, HRSA

| want to acknowledge and thank the CDC staff for convening this very important meeting.

Just to briefly reorient you, HRSA isone of the 12 agencies within the Department of Health and
Human Services. It ranksthird in total federal appropriations and second only to the National
Institutesof Health (NIH), if we consider only the Public Health Service (PHS) agencies. On behalf
of Dr. Peter van Dyck, Associate Administrator of the MCHB, I'm here today to present the
perinatal programsfor women and their children, administered by M CHB, oneof thefour bureaus
of HRSA. Within the M CHB, there arefive divisons and four offices. These divisions and offices
administer the various M CHB programs.

M CHB Perinatal Programs

Mission. The mission of the MCHB isto provide national leadership and to work in partnership
with states, communities, public and private partners, and families to strengthen the MCH
infrastructure, assure the availability and use of medical homes, and build the knowledge and
human resour cesto assur e continued improvement in thehealth, safety, and well-being of theM CH
population.

Goals. MCHB has st the following goalsfor the year 2003, which are consistent with the Healthy

People 2010.

. To eliminate health disparities in health outcomes and removal of economic, social, and
cultural barriersto receiving comprehensive, timely,and appropriate health care

. To assurethe highest quality of care

. To improvethe M CH infrastructure and coordinated system of care

For each goal, eight to ten objectives have been developed to annually assess goal achievement.

Through MCHB, HRSA supports maternal and child health programsthat

. build health care and public health infrastructure

. exploreinnovationsin carefor children with special health care needs
. demonstrate and for ge improvementsin care for mothersand children
. expand emer gency medical servicesfor children

. promote abstinence among teenagers

Budget. The M CHB appropriation in Fiscal Year 2000 is $873.5 million, a relatively small portion
of the total HRSA budget, but itsimpact is far-reaching to the nation’s mothers and children. A
major component of the MCHB is Title V of the Social Security Act, which was enacted over 65
yearsago. After theOmnibusBudget Reconciliation Act in 1981, TitleV becamethefir st stateblock
grant program. It is a genuine partnership between the federal government, states, and local
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communitiestoassur ethewell-being of women and children. Every four federal dollar sarematched
by three state dollars. Total M CH expendituresinclude income from M CH programs, local MCH
funds, and other sources.

Populations served. The MCH population includes all U.S. pregnant women, infants, children,
adolescents and their families, including women of reproductive age, fathers, and children with
special health care needs.

TitleV. In 1997, Title V programs served over 24 million persons. Almost 2 million of these were
pregnant women, and an additional 1.8 million others, most of whom wer e nonpregnant women.
Viewed adifferent way, of thenearly 4 million women giving birth intheUnited Statesin 1997, Title
V served nearly 50% of them, mostly by providing prenatal or postnatal care services. The TitleV
block grant isthe only federal program that focuses solely on improving the health of all mothers,
adolescents, and children, whether insured or not, through a broad array of public health and
community-based programsthat aredesigned and carried out through well-established federal and
statepartner ships. Theconceptual framewor k for these ser vicesisenvisioned asapyramid with four
tiersof servicesand levelsof funding that provide compr ehensive servicesfor mother sand children.

. Direct health care, such as perinatal health services (47% of FY 97)

. Enabling services, such astransportation, outreach, and case management (25% of FY 97)
. Population-based ser vices, such asnewbor n scr eening, counseling, education (14% of FY 97)
. Infrastructure building services, such as needs assessment, policy development, quality

assurance (14% of FY 97)

Perfor mance measur es. | n accor dancewith the Gover nment Perfor mance and ResultsAct, MCHB
has developed a set of 18 national “ core” performance measures and up to 10 state-specific or
negotiated performance measuresthat are based on priority needs asidentified in their five-year
statewide needs assessment. Resources are assigned and programs are designed around these
priorities, and the programmatic activitiesareclassfied under oneof four levelsof thepyramid. An
example of a national cor e performance measureisthe per cent of infantsborn to pregnant women
receiving prenatal carebeginningin thefirst trimester. Several states(e.g., AR, GA, M1, NH, TN)
have identified state-specific prioritiesaround prenatal HIV counseling, testing, and/or reduction
of perinatal HIV transmission.

TitleV Snapshot (data) book. In 1999, M CHB published awealth of national and state-specificdata
from the 59 states and jurisdictions that submitted Title V applicationsin 1999 and 1997 annual
datareportselectronically. By goingtoyour state’ sFact Sheet, you can review thetotalsserved and
thetotal expendituresby individual category and your state spriority M CH performancemeasur es.

. 85% of theTitleV fundsgo directly to states.

. 15% isa set-asde appropriated for Special Projects of Regional and National Significance
(SPRANS) for special demonstration, research and training proj ects.

. 12.75% isappropriated for theCommunity I ntegrated ServicesSystems(CI SS), another set-
asidetoreduceinfant mortality and increasethe comprehensivenessof local servicedelivery
systems.

. 30% of state Title V fundswithin each state go to preventive and primary carefor children
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and youth, and 30% is spent on servicesfor children with special health needs.

Other MCHB Funding and Programs

Healthy Start ($90 million). Authorized under Section 301 of thePHSAct, theHealthy Start
I nitiativewasfounded in 1991 on the premisethat community-driven strategieswer eneeded
to address the causes of infant mortality and low birthweight, especially among high-risk
populations. During its first five years, one organizational intervention model and eight
service intervention models wer e developed, including

community-based consortia

car e coor dination/case management
outreach and client recruitment
enhanced clinical services

family resour ce centers

risk prevention and reduction
facilitating services

training and education

adolescent programs

Abstinence. Under Section 510 of the Social Security Act, $40 million is authorized for
abstinence education for school-age children.

Emergency Medical Servicesfor Children (EM SC) ($17 million)

Poison Control ($3 million, new for FY 2000)

Newborn Hearing Screening ($3.5 million, new for FY 2000)

Division of Perinatal Systems and Women’s Health (DPSWH) Activities
Demonstration grants

Healthy Start (84)

Alcohol Screening During Pregnancy (4)

Perinatal Domestic Violence I ntervention (4)

Innovative Approachesto Women’s Health Promotion (3)

Resour ce centers

Healthy Start (www.healthystart.net)

National Fetal and Infant M ortality Review (202.863.2587)

Women’s and Children’sHealth Policy Center (410.502.5443)

National Center for Education in Maternal and Child Health (703.356.1964,
www.ncemch.or g)

M CH provider partnerships

American College of Obstetricians and Gynecologists (ACOG). The MCH-ACOG
partner ship convened an expert pane in November 1999 to examine how changesin
the nation’s health care system have affected access to psychosocial services for
pregnant women. A report on the findings will be published thisyear.

American College of Nurse Midwives (ACNM). These activities focus on provider
education and perinatal health through provider partnershipsin nine states.

M ortality/mor bidity review programs

Describesignificant social, economic, cultural, safety, health and systemsfactor sthat
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contribute to mortality.

. Design and implement community-based action plans founded on information
obtained from thereviews.

Best practice guidelines and training

. Bright Futuresfor Women

. Perinatal Substance Abuse Prevention training and technical assistance

Other Resources

Toll-free number for familiesto inquire about federally funded health care providers
. 1.800.311.BABY (English)
. 1.800.504.7081 (Spanish)

. TitleV Data Reporting (www.mchdata.net)

Summary

TitleV and other MCHB programsarein akey position to reach high-risk, low-incomewomen
through HIV counseling, testing, and tr eatment programs. Acrossthe country, and particularly
in those stateswith the highest prevalence of HIV and AIDS among women of childbearing age
and children, state Title V programs have responded to the epidemic with a range of
interventions, including

. incorporating HIV counseling and testing into prenatal care services

. developing guidelines and provider education for universal HIV counsdling, voluntary
testing, and use of perinatal antiretroviral chemoprophylaxis

. arranging for emergency coverage of zidovudine costs for newborns until enrolled in
M edicaid

Contact I nformation
Phone: 301.443.9708
Website: www.mchb.hrsa.gov
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Health Resour ce Service Administration (HRSA) Programsfor

Pregnant Women and Children, HIV Programs—LydiaE. Soto-Torres,
HRSA

HIV/AIDS Bureau (HAB) Services for Women and Children: The Ryan White CARE Act
Programs for Women and Children

| will highlight in thispresentation theHAB programsaddressingthecareneedsof HIV-infected
women and children. The HAB four prioritiesare

. HIV/AIDS impacts diver se populations, including women and children.
. The quality of emerging HIV/AIDS ther apies can make a difference.

. Economic changes of health care affect the HIV care network.

. Policy and funding are increasingly deter mined by outcomes.

HIV/AIDS Bureau (HAB). HAB administers the Ryan White Comprehensive Act Resour ces
Emergency Act. Dr. Joseph O’ Nelill directs the Bureau. HRSA and HAB are targeting efforts
to provideHIV-infected women and their familiesa compr ehensivecir cleof care. Aspreviousy
mentioned, women have been seen as vessels of transmission. M ost services have gone to men.
In order to address the impact of the HIV epidemic in women, we, as partners, can work on
providing and expandingthat cir cleof carefor women. Asmentioned, HAB hasfour principles:
. Addressing the epidemic

. Qualities of emerging HIV/AIDS ther apies

. Economic changes of health care

. Policy and funding

The Ryan White Compr ehensive AlDS Resour ces Emer gency (CARE) Act providesfunding to
statesand other publicor privatenonpr ofit entitiesto develop, or ganize, coor dinate, and oper ate
mor e effective and cost-efficient systems for the delivery of essential health care and support
servicesto medically under served individualsand familiesaffected by HIV disease. All thetitles
address the issues of women and children.

HRSA CARE Act: Programs

Titlel: EMASs. Provides emergency relief funding to 51 Eligible M etropolitan Areas (EMAS).
Titlell: States. Awardsgrantstoall 50 states, the District of Columbia, Guam, Puerto Rico, and
theVirgin Idandsto improvethe quality, availability and or ganization of HIV health careand
support services. The AIDS Drug Assistance Program also isfunded under Titlell.

Titlelll: Early Intervention Servicesand Planning. Servicegrantssupport outpatient HIV early
intervention services for low-income medically underserved people in existing primary care
systems. Planning grantssupport communitiesand health care serviceentitiesin their planning
effortsto develop high quality HIV primary care.

Title IV: Women, Infants, Children, and Youth. Programs focus on the development and
oper ation of primary care systems and social services for women, infants, children, and youth
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and link these care systemswith HIV resear ch and clinical trials. Focuseson continuum of care,
from street outreach to long-term care.

Special Projectsof National Significance (SPNS). Establish and test innovative demonstration
projects that respond to the challenge of HIV/AIDS service provision to underserved and
vulner able populations.

Dental Reimbur sement. Assistsaccr edited dental schoolsand postdoctor al dental programswith
uncompensated costsincurred in providing oral health treatment to HIV-positive per sons.
AIDS Education and Training Centers (AETCs). Thisisa network of 15 regional centersthat
conduct targeted, multidisciplinary education and training for health care providers.

Servicesfor Women and Children

Medical Evaluation and Clinical Treatment. Ensures all grantees comply with guidelinesin
terms of treatment.

AIDS Drug Assistance

Outpatient SubstanceAbuseTreatment Services. Collaborateswith SAM HSA tomeet theneeds
of the substance-abusing population.

Outpatient Mental Services. Addressestheissue of domestic violence asa deterrent, challenge,
and barrier to care.

Oral Health Services

Referralsfor Specialized M edical Care

Counseling and Testing

Support services. Addresses barriersto primary outpatient care: child care, transportation,
emergency housing assistance, case management, trandation services, client advocacy, and
outreach. We need to provide more family care centers to address the needs not only of the
women but of their spousesand children because women tend to put their own needslast. Case
management needsto addr essof lack of education, geogr aphicisolation, and emotional isolation.

Targeted Servicesto Reduce Perinatal HIV Transmission

. Perinatal transmission targeted by all of the Ryan White CARE Act titles

. Outreach and education to women of childbearing age

. HIV counseling and testing

. Comprehensiveclinical carefor pregnant and postpartum women and their infants
. Provider education

. Follow-up primary care services for women and children

The Women's Initiative for HIV Care and Reduction of Perinatal HIV
Transmission (WIN) Program/Title IV Perinatal Initiative

This program provides activities to encourage women to learn about their HIV status and to
providethem with a continuum of compr ehensive car e, from street outreach to long-term care.
Needs that wer e identified include

. Transportation
. Effective strategies to maintain pregnant women in care
. Co-location services

. Counseling
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. Adequate prenatal carefor underserved populations

. Outreach to substance-abusing and incar cer ated women
. Adolescentsin juvenile services

. Mental health

. Domestic violence

WINS Lessons L ear ned

. Women do accept testing, particularly during pregnancy.

. Voluntary HIV testing significantly decreases transmission.

. Lateor no prenatal careremainsa barrier to further reduction.

. Accesslocal providersand consumers needsto increase voluntary HIV testing.

. HIV education begins with outreach in nontraditional settings.

. Link testing to compr ehensive systems of care and involve patientsin care and decision
making.

Remember:

Women tend to placetheir own needslast, after they meet theneedsof their children and family.

Women do not care how much you know until they know how much you care.
Contact Information

Phone: 301.443.9051
Website: www.hrsa.gov
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Substance Abuse and Mental Health Services Administration
(SAMHSA) —Lucy Perez

$7.5 million is devoted to outreach for substance abuse and HIV treatment services.

The Center for Substance Abuse Prevention (CSAP) receives $13.5 million for combination
substanceabusepreventionintegrated with HI'V prevention services. It islimited tocommunities
of color.

Risk Factorsfor Drug Abuse

Abuse. Adolescent females who ar e coer ced into sexual acts are especially at risk for engaging
in risky sexual practices later in life. Approximately 70% of women in drug-abuse treatment
reported histories of physical and sexual abuse with victimization beginning before 11 year s of
age and occurring repeatedly. In one clinic, 50% of HIV children were victims of incest; 32%
of women who became pregnant before the age of 18 had a history of sexual assault.

Alcohol. Alcohol usersand illicit drug usersareintricately connected, which meansif oneis at
risk for drinking, oneisat risk for HIV disease. Violence, drinking, and HIV disease are also
interconnected. It is particularly crucial that we get our message to adolescents. If we can
prevent the first drink from age 15 to 19, we have a 30% probability of reducing the use of
cocainein a lifetime.

Stress. Women suffering from posttraumatic stressdisorder are 17 timesmorelikely to have a
major drug-abuse problem.

Smoking. Cigar ette smoking is a significant predictor of women in the progression from legal
drugusetoillicit drug use. Women may begin or maintain cocaine useto develop moreintimate
relationships.

Race/ethnicity. Racial and ethnicissuesastheyrelatetoHIV, perinatal services, substanceabuse
treatment are all interconnected, regardless how our agencies separate them. We're talking
about the same people and the same issues.

Risky sexual behavior. Sexually transmitted diseases (ST Ds) have become a pediatric problem.
Perinatal HIV disease cannot be discussed without including adolescent population and STDs.
A survey from the Bronx showed that 41% of females and 33% of males acquired a new STD
after diagnosisof HIV. Thisimpliesnot only therisk of HIV but the probability of pregnancy.
Racial and ethnic disparities. The CSAP website, M aking the Connection, at www.health.org/sa-
hiv), makestheconnection around racial and ethnic disparitiesasthey relateto substanceabuse
and HIV. African Americans may be at greater risk for HIV disease because of incar cer ation.
Soperinatal HIV programsneed tofocuson incar cer ation, both adult and juvenile. Thenumber
of minority youth held in detention centersincreased 79% from 1983 to 1991, whilethe number
of white youth increased by 8%. Thereisa marked increasein women of color over the age of
50 with HIV disease.

I ncar ceration. Incar ceration increasesHIV risk because of morejuvenilesin detention centers,
mor e peoplein jail, higher HIV seroprevalenceratesin jail.

Indicators
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I gnor ance, not preudice, may result in disproportionatehealth care. Health careprovider sneed
to seethe socioeconomic and political indicator sfor why people aredisproportionately affected
by HIV disease. HIV risk and substance abuse risk come from the same populations. Five
indicator s of substance-abuserisk include:

. L ow family income

. Single-parent homes

. Women-headed homes

. High population density

. Education below 8" grade

Contact Information
Phone: 301.443.0373
Website: www.samhsa.gov
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Correctional Facilities —kleanthe Caruso, National Commission on Correctional
Health Care

| have been associated with correctional facilitiesfor 16 yearsand have been in health carefor
over 25years. I'maregistered nurseand havebeen responsiblefor thestateof Texashealth care
delivery system for the state Department of Corrections. | am also the Chairman of the Board
of the National Commission on Correctional Health Care.

Correctional facilitiesarereally amirror of thecommunity. Thepeoplethat cometothefacilities
have behaviorsthat put them at risk for serious health problems. Every state has a variety of
correctional facilities—local, county, state, and federal.

Of all theprisonsin the United States, about 450 ar e accr edited by the National Commission on
Correctional Health Care. Some of the standar ds apply to perinatal HI'V eimination.

. Continuity of care from admission into prison to discharge into the community is an
important standard.
. Special needsoffender shave been identified asthose peoplewho haveinfectiousdiseases

and women who are pregnant. Special needs treatment plans are written for these
per sons. Because correctional facilities have limited resources, are in remote locations,
and have limited providers, they have taken advantage of community services,
departments of health, and indigent care hospitalsto provide for special populations.

What isthe number of women in prison?

Asof December 31, 1998, therewereover 1,300,000 prisonersin federal and statejurisdictions.
The number of incarcerated women under the jurisdiction of state and federal authorities
increased about 6.5% during 1998 (79,268 to over 84,000), outpacing therisein the number of
men. These numbersdo not include those in juvenile facilities.

What isthe prevalence of HIV in correctional facilities?

Inmateshaveahigher rateof infectiousdiseasethan that of thegeneral population. At year-end
1996, therateof confirmed AIDSin stateand federal prisonswas6 timeshigher than that of the
total U.S. population. About 54 in 10,000 inmates had AIDS compared with 9 in 10,000 in the
general population. In local jails as of 1996, of 31,972 females, 2.4% were HIV-postive
compared with 2.1% of males. I n stateprisons, thenumber of femaleswasover 55,800, with HIV
prevalence at 3.4% compared with malesat 2.2%. In thefederal system, the prevalence among
males and females was about the same.

New York has about a third of all the HIV-positive inmates in the United States, followed by
Florida, Texas, and California. HIV prevalenceishigher in femalesthan males, and in black and
Hispanic inmates.

What isthe medical care system in correctional facilities?
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Despite the above data, few correctional systems have implemented comprehensive HIV
prevention programs. M ost settingsprovideHIV antibody testing, but only seven statesprovide
mandatory testing. M ethods vary among states. Few have mandatory or routine pregnancy
testing. Once a women isidentified as pregnant, sheis provided medical examinations, advice
on activity and safety, and nutritional guidance and counseling.

Pregnant women r eleased befor edelivery ar ehandled by casemanagement programsin prisons.
Casemanager smay givethewoman abooklet with thenamesof theclosest providers, phar macy
number s, local resour ces; they may set up hospital appointmentsfor thewomen. M ost offenders
come from big cities, so resour ces could be concentrated in selected areas.

IsHIV care availablein correctional facilities?

Most correctional facilities do provide treatment and medication for HIV-positive offenders.
However, the programs and therapies vary among facilities, which depend on contract or
community resour cesto keep them up to date. M ost facilitiesarelocated in remote areas of the
state, without much accessto continuingeducation for their providers. M or estateshaver ecently
turned to contractingwith outside provider sor using telemedicinetechnologiesto providethese
services.

When an offender is on HIV treatment, the attitude of the health provider influences the
behavior of the offender. Providersmust under stand the treatment climate when talking about
compliance. M edicationsar e gener ally not dispensed toinmatesasthey would beto someonein
the community. Inmates may need to walk to a dispensary several times a day to obtain
medication; this need under scor es the importance of counseling and stressing the importance
of adherence. Lack of adherence may contribute to resistant strains in these people who will
eventually return to the community.

IsHIV carelinked with community agencies?

Once a pregnant inmate is identified, she isreferred to a community hospital, indigent care
facility, or an individual health care provider. This is the first opportunity for community
linkage with pregnant HIV-infected offenders. Because the female population is usually much
smaller than the male population, theselinkagesare usually limited to one community site; this
givesthecommunity another opportunity tolink with correctional facilitiesbecausethey arenot
having to span the entire state.

Because many communities do not have a lot of sympathy for delivery of health care in
correctional facilities, thefeder al gover nment got involved and said it wasa Constitutional right.
Limited dollarsgo to prisons, jails, and detention facilities, and not all of it goesto health care.

What arethe policies on compassionate release?

Policiesfor theearly and compassionater eleaseof inmateswith terminal illnesses, includingend-
stage AIDS, are common, but few inmates are actually released.
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What aretheissueswith relation to baby placement and baby care?

Most correctional facilities give pregnant women options on baby placement; e.g., whether the
baby will gotothefamily, significant other, foster care, adoption. Thedecision iscommunicated
to the hospital where the woman delivers. HIV-infected pregnant women need more
consideration as to where the baby will go because of the needs of the infant for medication,
laboratory work, and whether the infant's caretakers are willing to do this and whether the
resour ces are available in the community.

For the management of HIV-infected pregnant woman, the key pointsare
I dentification and referral to appropriate (infectious disease and obstretrics) service
Evaluation of thewoman (Previously on medication? Compliant? Willingto start treatment?
Baby placement? Continuity of care?)

The burden isto link up with these women befor e they are released into the community and
ensure a smooth transition once they arereleased from the correctional institution.

Because incar cerated women are not eligible for M edicaid, thereisa lag time between release
and eligibility. Most HIV-infected offender saregiven a short-term supply of medication before
leavingthefacility. Every statehandlescase management differ ently in ter msof connectingwith
communities. Texas has a federally funded program with an 800 number that HIV-infected
women can call to get thenameof a participating phar macy for afreesupply of medication. L ast
year, only 40 out of 100 eligible per sons made the effort to place the call, emphasizing the need
for community follow-up.

Contact Infor mation

Phone: 773.880.1460
Website: www.corr ections.com/ncchc
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Health Care Financing Administration (HCFA) Programs and
Policies—Michael McDanid, HCFA

I’m here to answer any questions that you may have about the Medicaid program, because |
work not just in HIV/AIDSbut in several different areasin theM edicaid program in the Atlanta
regional office.

HCFA Maternal HIV Consumer Information Project (MHIV-CIP)
Background

Medicaid isthe largest single payer of direct servicesto personsliving with AIDS.
Inthelate1980s, M edicaid began expanding eligibility incomelevelsfor pregnant women,
working with each state individually to expand eligibility, coverage, and services.
Eligibility ranged from 133% to 185% of federal poverty level.

In 1994-5, the results of AIDS Clinical Trials Group (ACTG) 076, HCFA encouraged
statesto get moreinvolved in getting infor mation out about HIV counseling, testing, and
treatment.

HCFA'’sgoal istoimprovehealth outcomesand reducemor bidity and preventabledeaths
through education.

What isMHIV-CIP?

It isa collaborative effort of HCFA and our state and community partners

Focuses on the development and distribution of free informational materials aimed at
alerting women of childbearing age to the benefits of HIV testing, counseling, and
treatment, and potential eligibility for Medicaid.

An initial pilot wasrun in 1995-6 in four states (RI, DE, 3 countiesin NJ, 5 countiesin
FL).

States design their own programs.

It isexpanding to 24 sites (an additional 16 states have CIPs, which use materials other
than HCFA'’s).

HCFA’s1997 National Perfor mance Review goal on health promotion isto have 100% of
states participating by the end of 2000.

Materials include postcards and posters in 14 languages (English, Spanish, Bosnian,
Chinese, Viethamese, Japanese, French, Russian, K orean, Haitian Creole, Y upik, Hmong,
Khmer, Portuguese) and videos in English and Spanish. New versions of the video are
currently in production.

Additional HCFA activities

. Promote provider education.

. Providetechnical assistanceto statesto establish/maintain state-specific projects.
. Maintain HCFA website (www.hcfa.gov/hiv/default.htm)

. Share best practicesin consumer education and public/private partner ships.
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. Support (along with other Human Health Servicesagencies) the AIDS Treatment
Information Service (ATIS).

Primary M essages

. HIV counseling and testing are important to women of childbearing age.

. Current drug regimens may significantly reduce transmission.

. M any pregnant women are eligible for M edicaid and other state/federal programs.

. Medicaid programs pay for HIV counseling, testing, drug regimens, and prophylaxis.

. Discussion of testing and reduction of HIV transmission is an integral part of prenatal
care.

Special services. States have the option of providing targeted case management. A lot of states
target either pregnant women or people who are HIV-positive. Also, freedom-of-choice waivers
(M edicaid waiver s) can beused, which enableswomen to bedirected to a specialist provider who
will track them and provide comprehensive care.

M aterials Available (Contact regional HCFA HIV/AIDS coor dinator . Specify language for
materials)

G Posters

G Postcards

G Videotapes

Contact I nformation
Phone: 410.786.3000
Website: www.hcfa.gov/hiv/default.htm
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Closing Remar ks —Heene Gayle, Director NCHSTP, CDC

| want to thank all of you for coming to this meeting. | also want to thank all of our federal
partners—HRSA, NIH, SAMHSA, HCFA—and of course, Janet, Martha, and the otherswho
have worked so hard to pull all of thistogether.

This meeting isimportant to me. | am a pediatrician and started my career in HIV, at a time
when all we could do about pediatric HIV wasto study it. Wehavetruly evolved from providing
better and better therapiesfor children who have HIV and seeing children who wer e born with
HIV liveinto adolescence, to a period where now we can make HIV in children an almost totally
preventable disease.

Eliminating pediatric HI'V asamajor public health problem in thisnation isone of our Center’s
highest priorities. Webelievethereisnoreason, considering all that weknow and all that we can
do, for usnot to do everything possible to make perinatal HI'V transmission an extremely rare
event in this country.

It isextremely gratifying for usto be able to merge our science and our prevention programs. |
want torecognize David Holtgraveand Rob Janssen for their leader ship in bringing our twoHIV
divisons—one of which is surveillance and epidemiology, and the other primarily prevention
programs—together to collaborate on thisvery important issue.

We all know that preventing HIV in children is part of the broader goal of reducing HIV
transmission to women. So although | hope we continue to focus on this important issue of
perinatal transmission, we should also keep in mind the broader issues of continuing to prevent
the spread of HIV infection in women, aswell asthe related issues such as substance abuse and
other sexually transmitted diseases. Theintegration modelsthat thisprogram will necessitateare
therefore very important aswe look beyond perinatal transmission.

This project and the resourcesfor it came out of part of the Ryan White language that also led
to the Secretary of Health and Human Services having to deter mine whether or not testing for
HIV and implementation of the perinatal guidelines should actually become routine practicein
thiscountry. And although wehavenot r eached the point wher eevery pregnant women istested,
by expanding the implementation of the Public Health Service guidelines we have made
tremendous progress in reducing mother -to-child transmission.

| would beremissin talking about perinatal transmission of HIV in thiscountry if | did not also
highlight the important role that the United States has played in the global effortsto prevent
perinatal transmission. Today, 90% of children who are born with HIV live in developing
countries, and the greatest burden isin Africa. We have learned a lot from our international
effortsin countriessuch as Zaire, Cote,d’Ivoire, and Thailand. M any people in thisroom have
been involved in inter national wor k. Aswe continueto find solutionsherein thiscountry, | hope
we will continue to keep in perspective the global epidemic and to think about how we can
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contributeto that fight aswell. Aswe havelearned alot from our work in developing countries,
we have an obligation to give back and to keep that broader issuein mind.

Clearly, preventing mother-to-child HIV transmission is also important because of the very
important goal that the President, the Surgeon General, CDC, and everyone has made of
eliminating health disparitiesin thiscountry. Thisisan issue of racial and ethnic disparitiesin
health. Hopefully, we can useperinatal HIV prevention asamodel of how totailor interventions
for specific communities, particularly as we look at this very critical issue of eliminating
digparities.

Finally, while perinatal transmission, relatively speaking, contributes a small amount to the
epidemic, | think that the work we do here for this very important population will not only
contribute to our efforts of reducing the spread of HIV overall, but it will also help to develop
modelsthat will be useful way beyond thisissue. Thework that you aredoing in getting high-risk
women into perinatal careisgoing to have a positive effect on infant health in general. If we can
do a better job of developing thismodel for women who have been out of the reach of our care
system, who have not accessed care, who come late to prenatal care, who do not get the quality
services that they need, who are not integrated into other treatment services that they may
need—mental health, substance abuse, and other s—if we can usethisasamodel to develop some
of theseother systemsand put these systemsinto place, wewill have made an impact way beyond
perinatal transmission. We will have made a major impact in reducing infant mortality in this
country, reducing low birthweight babies, and many other thingsthat we still struggle with in
this country.

| want to thank all of you for attending this meeting and for all of the work that you are going

todointhedaysand monthsahead. | hopethat CDC can continueto bearesourcetoyou, to be
helpful to you, and to be a true partner to you in thiseffort. Thank you so much.
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Wor kshops
(A—H)

January 11-12, 2000

Special thanks are extended to the workshop rapporteurs—L ouise Rice, Justin Ray, Cheryl
Jablonski, Dianne Gaston, Roxanne Barrow, Bonnie M aldonado, Diane Abatemar co, and
Roland Jimenez—for providing the workshop summaries.
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Workshop A: Prenatal Care | ssues— Ken bominguez, chair

Goal: To improve access among high-risk women via already existing prenatal care services and to
ensure that HIV perinatal prevention services are incorporated into prenatal care

Objectives. Strategiesfor I nterchange Between States

. Discuss gaps in prenatal care for HIV-infected women and among women at highest risk for
HIV infection

. Discuss critical elements in current prenatal care protocols asthey relate to perinatal HIV
transmission prevention

. Discuss ways of improving access to prenatal care among high-risk women

. Discuss ways to incorporate HIV counseling and testing services into prenatal care

. Discuss ways to coordinate prenatal care services and HIV-related treatment services

The Women’s Initiative for HIV Care and Reduction of Perinatal HIV
Transmission (WIN) Initiative, Health Resour ces and Services Administration
(HRSA) — LydiaE. Soto-Torres, HRSA

The Women’s I nitiative for HIV Care and Reduction of Perinatal HIV
Transmission (WIN) Program

This programs provides activities to encourage women to learn about their HIV status and to
provide them with a continuum of comprehensive care, from street outreach to long-term care.
Needs that were identified include

. Transportation

. Effective strategies to maintain pregnant women in care
. Co-location services

. Counseling

. Adequate prenatal care for underserved populations

. Outreach to substance-abusing and incarcerated women
. Adolescents in juvenile services

. Mental health

. Domestic violence

WINS Lessons L ear ned

. Women do accept testing, particularly during pregnancy.

. Voluntary HIV testing significantly decreases transmission.

. Late or no prenatal care remains a barrier to further reduction.

. Access local providers and consumers needs to increase voluntary HIV testing.
. HIV education begins with outreach in nontraditional settings.
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Link testing to comprehensive systems of care, and involve patients in care and decision
making.

HIV Prevention and Education in a Managed Car e Setting —Enid Eck, Kaiser
Permanente

Driversof Prevention

. Improved care management (quality)
. Eliminating gaps in services

. Assuring the right person for the job
. Promotes healthy outcomes.

. Compassion, creativity, and optimism
. Improved patient satisfaction

. Physical

. Emotiond

. Spiritual

. Psychological

. Improved cost-efficiency

. Minimized duplication

. Direct access via multiple venues

. Oriented toward effective outcome

Assuring and Monitoring Care

. Process indicators

. Assessing that linkages are in place
. Documentation achievable

. Outcome indicators

. Disease-related outcomes

. Health outcomes

. Quiality vs. quantity of life measures

Special Population Example

. Perinatal risk assessment and reduction
. Standardized treatment protocols
. Multidisciplinary Care Path across care continuum

Primary Prevention

. |'s population-based.

. Incorporates best learning theories.

. M odifies modalities as needs change.
. Captures learning readiness.
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Focus on I nnovation

. | dentify the “real” needs of the patient.

. Crestively structure service delivery; provide one-stop shopping, transportation.
. Verify the need is effectively addressed; go back and assess effectiveness.

. Remember: Numbers aren’t everything; put a face to the numbers.

The Targets of Prevention

. Primary prevention

. Secondary prevention

. Tertiary prevention

. Promoting the health of our communities

Community Action for Prenatal Care (CAPC) Initiative —Roberta Glaros, New Y ork
State Department of Headlth

Target Area: Selected ZIP codes of The Bronx, Brooklyn, Manhattan, and Buffalo

Identified program components through

. Focus groups

. Providers (63 front-line providers)

. Consumers (46 high-risk women)

. ZIP code targeting strategy (identification of intersection of areas with elevated HIV and

areas with high rates of little or no prenatal care)

Essential Componentsfor Helping High-risk Women Stay in Prenatal Care

. Establish and maintain trust. Establish ongoing relationships between women and their
providers (using case management, peer outreach, consumer involvement, providing
transportation and easy access to services).

. Coordinate/mobilize existing services [HIV, substance abuse, maternal child health (MCH)].
. Provide thorough training of

. Health providers

. Outreach workers

. Supervisors

. Promote a prenatal care message, not just HIV care.

The CAPC M odel

. Engaging high-risk pregnant women in care (through social marketing, outreach,
development of arecruitment network consisting of community agencies serving high-risk
women)

. Intake (through accessible sites, home visits, core services, short-term case management)

. Comprehensive referral system (for all needed services)
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CAPC Evaluation

Outcomes by target area: HIV transmission rate, prenatal care for HIV-infected women,
birthweights

Process. Measured by recruitment method, demographics, referrals to various services,
completed referrals

CAPC Unique Features

Incorporates information from consumers and previous efforts.

|s a comprehensive model.

Focuses on the woman.

Combines expertise of HIV, MCH, and substance abuse programs.

Reaching Pregnant Women through the Media: The Case of L ouisiana—Daphne
LeSage, Louisiana Department of Health and Hospitals

Perinatal Initiative 2000 has four components:

Rapid testing in statewide public hospital emergency rooms
Perinatal registry

Case management with peer counselors

Media campaign—promotes HIV awareness, Know Y our Status

. Multiple modes of communication (e.g., pizza box containing pocket cards, placards,
brochures, al with multiple messages)
. Disclosure—Although many women know their status, they may not want to

disclose it and shift the focus during delivery. We need to emphasize the importance
of disclosing HIV status at or before delivery.
. Focus should be on having a healthy baby rather than on HIV testing.

Workshop A: Summary

Continuing Gaps

Transportation, child care

Cultural competence (Need providers who speak same language as their clients—
linguisticaly, socialy and culturally.)

Need for retesting, continuous risk assessment

Domestic violence, past and present

Provider’s ahilities to assess domestic violence situations
Resource/service network

Fear

Child protective

Welfare reform

Immigration
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Effective referrals (user friendly)

Promising M odels

One-stop shopping

Continuum of care and contact from street outreach through long-term care
Specialized training (skills) at multiple levels (outreach workers, supervisors, providers
trained separately)

Community-based peer leaders, as essential members of the team

Creative outreach strategies

Social marketing

Standardized protocols and documentation

Integration of HIV counseling and testing and treatment services into overall plan for
comprehensive prenatal care services and media campaigns about having a healthy baby
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Workshop B: Prevention for Women Without Prenatal
Care (Rapid HIV Testing) —Mmarc Buiterys, chair

Goal: To increase knowledge about voluntary rapid HIV testing in late pregnancy as a crucial
opportunity for health care intervention for both mother and infant

Objectives:

. Provide an overview of the CDC-sponsored Mother Infant Rapid Intervention at Delivery
(MIRIAD) project

. Discuss availahility and performance characteristics of HIV rapid tests

. Assist states in extending the benefits of short-course antiretroviral therapy (ART) to
pregnant women with little or no prenatal care in high HIV-prevalence areas

. Discuss potential implementation strategies and the informed consent process

. Discuss recently established and planned prevention programs in some areas

. Invite states to share their expertise with rapid HIV testing

Overview of MIRIAD —Marc Bulterys, CDC

Most HIV-positive women deliver their babies within a hospital setting. The results of the MIRIAD
project will lead to best-practice recommendations for care of late-presenting women.

Objectives

. To evaluate innovative approaches to counseling and testing for women with unknown HIV
status presenting at the time of delivery

. To assess feasihility of obtaining informed consent during labor or soon after

. To describe reasons for lack of care

. To assess delivery of ART to late presenters (new Public Health Service guidelines being
reviewed)

. To evaluate neonatal therapy adherence and evaluate postnatal care for HIV-infected
women

The MIRIAD Project

. Limited to ingtitutions with relatively high ($1%) HIV seroprevalence in Atlanta, Chicago,
Miami, New Orleans, NY C.

. Will link collaboratively with Pediatric Aids Clinical Trials Group (PACTG) protocols for
the next four years.

. First year protocol development and piloting; expansion to other hospitals in geographic
area during subsequent years.

. Will evaluate rapid HIV test algorithms.
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. Will collect infant blood (at birth, 2 wk, 4 wk, 2 mo, 4 mo, 6 mo) for virologic testing, and
will conduct virologic/immunologic substudies to clarify mechanism of action of neonatal
postexposure prophylaxis and to characterize breakthrough infections.

. Proposes to assess pre-existing HIV ART resistance in a population of drug-naive women
who access care late in pregnancy.

Behavior al Research Issues

. Find barriers to or reasons for lack of prenatal care.

. Measure perceived social support and psychosocial assets.

. Assess feasibility of informed consent during labor and linkage to care after delivery.

. Evaluate predictors of foster care referral and impact on ART adherence.

Conclusions

. Intrapartum rapid HIV testing for women without prenatal care offers a crucial opportunity
for health care intervention for both mother and infant.

. Such policy appears cost-effective, especialy in hospitals with maternal HIV seroprevalence
above 0.7% (Am J Obstet Gynecol 1999;1181:1062—71).

. How best to provide rapid HIV testing and peripartum treatment options needs systematic
research.

Update on Rapid Testing — Bernard Branson, CDC

Typesof Tests

Fow-through devices

. Single Use Diagnostic System for HIV-1 (SUDS, Murex Corporation), the only test
approved by the Food and Drug Administration (FDA) for use in the United States
Advantage: Concentrates antigen
Disadvantages: Multiple steps are required. Need certified laboratory to perform.

Fastest turnaround is one hour.

. Multispot 1-2

. RTD

. Quix

Agglutination tests (often used in Africa). Require high degree of skill by reader to get high
specificity/sengitivity.

. Recombigen
. Serodia
. Capillus

. Simpli-Red

Dipstick or capillary flow tests. Antigen will turn color. Has a control line for comparison. Is quick
and easy, but may not be as senditive as other tests.

. Determine

. SeroStrip
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. HemaStrip
UniGold

CDC’srapid test evaluation, using 400 stored serum specimens
Test Sensitivity (%) Specificity (%)
Determine 100 98
HemaStrip 98.5 99.5

Quix 100 97.5
UniGold 99 96

SUDS

New data have come in from Los Angeles County. A laboratory examined 800 prospective samples
to evauate various rapid tests on fresh specimens. Comparing three types of blood
samples—fingerstick, whole blood, plasma—the plasma produced the highest sensitivity and
specificity.

FDA Considerations
Investigational Device Exemption (IDE) alows for shipping products not yet approved to
study sites.
Expanded access (“treatment IDE”) is being explored by CDC, enabling use of a product
before FDA approva if it is deemed a public health necessity.

The Louisiana Experience in Charity Hospital —Robert Maupin, Louisiana State
University School of Medicine

Testing Protocol: Used Murex SUDS assay concurrent with conventional HIV antibody tests on
al late-presenting obstetric patients with undocumented status who consented to HIV testing.

Objectives

. To examine performance of HIV rapid testing methods in an obstetric population

. To evaluate ability to administer intrapartum and neonatal zidovudine (ZDV) prophylaxisto
women in labor

. To examine patterns of entry into primary care for HIV-infected childbearing women
identified by rapid tests

Findings (over 11 months)



. 479 women were screened by SUDS. 15/18 positive SUDS tests were confirmed.
Seroprevalence was approximately 3.1%, test sensitivity 100%, specificity 99.4%, positive
predicting value (PPV) 83%.

. In the first seven months of the obstetric rapid test program, 20% of HIV-positive women
delivering were diagnosed by rapid testing. Intrapartum ZDV was given to 63% at delivery.
20% of those women used on-site primary care services.

. 100% of neonates received ZDV prophylaxis, and all newborns entered HIV clinic follow-
up after discharge. HIV infection status was determined on seven of eight newborns. One of
seven infants was infected (born to a mother who did not receive intrapartum ZDV).

Costs (over 11 months)

SUDS = $27.50

Positive control, negative control, patient sample =%$7.50 X 3
Lab fee = $5.00

Tota for 11 months = $13,172

Conclusion

In amedical facility with organized support and collaboration, where start-up and training costs are
minimized, the project was successful. The SUDS assay performed adequately in a high-
seroprevalence (>3%) obstetric population. The benefit is that intrapartum rapid HIV testing allows
for administration of intrapartum and neonatal antiretroviral prophylaxis in late-presenting
childbearing women without prenatal care.

Discussion

Q: Have providers voiced concerns about using a non-FDA approved test?

A: First, rapid tests are confirmed using standard enzyme immunoassay (EIA) and Western blot
techniques; second, several states have time or minimum sample numbers. These non—FDA-
approved assays have been tested extensively in international settings, and their performance is
generally superior to that of SUDS. Providers have been concerned about the high rate of false-
positive results with SUDS.

Q: In New Orleans, how do you deal with the ethics of informed consent?

A: One woman whose test was false-positive understood the information. Counseling sessions
covered results and testing false-positive or false-negative. One woman who tested false-positive
was tested for occupational exposure (early prenatal HIV testing was negative) and had to validate
with further tests. Informed consent covers the principles of testing (including the potential for
false-positive test results) and options for maternal/newborn prophylaxis.

Q: What isthe extent of post-test counseling?
A: It has been built into MIRIAD as protocol and isin the form of atwo-tier post-delivery
discussion.

Q: Isthere a policy on cesarian sections?
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A: That is currently a separate issue from rapid testing. In New Orleans, one-half of all women
tested already had membrane rupture; thus, an elective cesarian-section is often no longer an option.

Q: IsART started on the basis of rapid test results?

A: Yes, for neonatal prophylaxis. This is discontinued immediately if confirmatory HIV testing
comes back negative. The New Orleans experience tells us, however, that many mothers found to
be HIV-infected during labor do not continue on ART for their own health.

Q: In Massachusetts, data suggest lack of prenatal careis not afactor in HIV-positive births. To
prevent stigma, where do you draw the line as far aswho is tested?

A: MIRIAD strives for broad coverage among women who present late in pregnancy with
undocumented HIV status. Thus, at hospitals participating in MIRIAD, al women without
documented HIV status will be offered intrapartum rapid HIV testing.

Q: How do you link follow-up with primary care?

A: In New Orleans, there is a collaborative relationship between the medical center and an onsite
primary care center. Referrals are made prior to discharge. In the MIRIAD project, we will make
extensive effortsto link HIV-infected women into primary care and ART for their own health.

Q: What should the objective be for rural/outlying areas?

A: Rely on contacting regional centers for help in expertise areas. Talk to infection control
professionals. Seek community membersto give support and consultation. HIV prevalence in many
rural areas may not justify a MIRIAD-type intervention at labor and deliver; however, voluntary
confidential counseling and testing during pregnancy should be widely available everywhere.
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Workshop C: State Laws, Regulations, and Policies

Affecting Prevention of Perinatal HI'V Transmission — kathy
Rauch, chair

Goal: To inform and discuss ways in which policy at the national, state, and local levels can impact
prevention of perinatal HIV transmission

Objectives

. Discuss ways in which state laws, regulations, and policies can impact perinatal HIV
transmission

. Discuss issues and lessons learned from the recent Connecticut experience with anew state
law for perinatal HIV screening

. Discuss potential Medicaid and other policy interventions to prevent perinatal HIV

Continuum of I nterventions

Law i Regulation i Policy

Least changeable More flexible Most changeable and flexible

May not be what public More predictable by public
health wants health

Highly enforceable Somewhat enforceable Not very enforceable. (To
improve enforceahility,
approach licensing boards,
put policy language in
contracts.)

L egal and Ethical Analysis— Zita Lazzarini, University of Connecticut Health Center
(UCHO)

UCHC analyzed legal issues and summarized a national survey of state laws.

Purpose

. Compare state laws and policies with 1995 Public Health Service (PHS) recommendations.
. Analyze legal and ethical issues.

. | dentify barriers to 1998 Institute of Medicine (IOM) recommendations.

M ethod. Surveyed state epidemiologistsin all states and territories.

Response. 49 states and Guam responded.
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Conclusions

. States moved quickly to implement PHS guidelines (47 states had a regulation, law, or
policy).

. Majority have policies (45); fewer have laws/regulations (27).

. Most efforts rely on education, counseling, and consensual testing.

. Most had policies/guidelines or laws to cover testing pregnant women (45 policies; 25
laws).

. Some had policies/guidelines or laws to cover treatment of pregnant women (35 had
policies; 7 had laws/regulations).

. Fewer states have laws or policies regarding newborns (26).

. Few states incorporate mandatory or coercive actions into testing provisions (0 mandate
testing pregnant women; 3 mandate testing newborns).

. Over half the states have criminal sanctions for knowing or intentional exposure (29); no
state has applied laws to perinatal transmission.

. A few states exempt pregnancy from the modes of exposure for purpose of knowing
exposure laws.

. Washington Department of Health determined that the law would not apply to perinata
transmission unless the mother intended to harm the child.

. The Institute of Medicine (I0OM) recommends “universal HIV testing, with patient
notification, as a routine component of prenatal care.”

. Only 5 states currently have routine “opt out” provisions that most closely reflect the IOM
recommendations.

. Changes in state laws would have to occur to implement |OM recommendations that could
conflict with the states' own pretest counseling and informed consent laws.

. Potentia barriersinclude: 40 states require voluntary testing based on informed consent (35
by law; 5 by policy).

. 8 states have “opt in” provisions for testing (very close to informed consent requirement).

. 21 states specifically mandate pretest counseling by law.

Discussion

. Largely voluntary approaches have cut new pediatric HIV cases by 66%.

. Voluntary HIV testing is the current norm.

. Although there may be public health justification, coercive policies can deter testing and
reduce trust.

. Detailing what providers must discuss in the language of the law can intimidate providers.

. Don't let policy changes get ahead of scientific evidence.

. States hesitate to go back to their legislatures when the current law has been successful.

. Revised legidation could be awkward to implement.

. Some fear that legidatures may take the opportunity to open up broader discussion of

mandatory testing, at least for certain populations (e.g., healthcare workers exposed by
needlestick), leading to incremental changes.

Connecticut Experience—Richard Melchreit, State of Connecticut
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In 1992 (predating Pediatric AIDS Clinical Trials Group 076), Connecticut passed alaw
that smply stated that obstetricians must offer the test to pregnant women.

In the 1999 session, the Connecticut legislature began a process to revise the law, because
some women were being missed as demonstrated by anecdote and evaluation data.

The session ended in early June without action on the issue. During a special session later
that month, the new law was passed as part of an omnibus health and human services hill.

Details of New Law

Providers must counsel and offer HIV testing to pregnant women at enrollment for prenatal
care and during the third trimester.

If the woman is not tested prior to delivery, sheisto be tested at delivery, unless she refuses
and signs a declination form.

If the woman does not get tested at delivery, then the baby must be tested except in the case
of religious exemptions.

When testing of the newborn occurs, the mother must be informed of results within 48
hours of delivery or before leaving the hospital, whichever comes first.

The Connecticut Hospital Association petitioned federal court for atemporary restraining
order to prevent the law from going into effect on October 1, 1999. That petition was
denied, so the law isin effect. However, alawsuit is going forward. The plaintiff in the
lawsuit is arguing that the testing called for by the law is an unconstitutional search and
seizure.

Watch what laws other states pass because legidatorstalk to each other.

Simplicity in legidlative language is helpful to all affected.

Stakeholders in any new law will be seeking information. Organizations in positions to
provide technical assistance should be prepared to be proactive.

Don't take assertions at face value without the backup of reliable data.
Reauthorization of the Ryan White CARE coming up this year may be an appropriate
vehicle for continued support of perinatal HIV prevention.

Medicaid and Other Policy I nter ventions — Kathy Rauch, Centers for Disease Control
and Prevention

Public health officials are more likely than anyone else to convince Medicaid to adopt policies
relating to HIV prevention.

Extent of M edicaid Coverage

38% of U.S. hirths during 1996 were covered by Medicaid.

For women 15 to 44 years of age, who delivered a live infant between 1991 and 1995,
62.0% of non-Hispanic black women, 56.3% of Hispanic women, and 23.0% of non-
Hispanic white women were covered by Medicaid for their most recent delivery.
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Medicaid is the largest source of HIV/AIDS financing in the United States, with estimates of
$3.9 billion of HIV/AIDS expenditures; thisis more than twice the $1.4 billion under the
Ryan White CARE Act (RWCA).

According to the Health Care Financing Administration (HCFA), Medicaid serves more than
50% of persons living with AIDS and up to 90% of all children with AIDS.

Encourage State M edicaid Agenciesto

Make perinatal HIV prevention a priority in their planning for both fee-for-service and

managed care.

Ensure HIV prevention and care services are in the capitation rate or paid through direct

billing.

Advise Medicaid providers of HIV prevention policies and available resources.

Include specific language on HIV benefits and servicesin

. Requests for Proposals (RFPs)

. Managed care contracts (a place that policy can be given some “teeth”)

. Primary care case manager (PCCM) letters or contracts

Include prenatal HIV testing performance measures in managed care contracts, especialy in

high-incidence areas and areas with low Health Plan Employer Data and Information Set

(HEDIS) scores on prenatal care.

| dentify testing performance as a performance improvement project.

Investigate performance in external quality reviews.

Share performance results with public health.

Have health plans work with public health to improve performance.

Use financial incentives with health plans to achieve and maintain performance in testing

pregnant women and delivery of prenatal care (could be withheld and then awarded if the

plan achieves a stated level of performance, or could be areward).

Require or encourage health plansto

. have clinical policiesto facilitate universal HIV testing of pregnant women, and

. collaborate with public health to establish effective clinical policies and to share
educational programs.

Explore with the M edicaid Agency

Requiring or encouraging participating hospitals to have

. clinical policiesto facilitate universal HIV testing of pregnant women; and
. testing protocols, policies, and antiretroviral therapy available in labor and delivery
units.

Providing financial incentives to PCCM providers to test and counsel women of childbearing
age in areas of high HIV prevalence
Determining eligibility for incarcerated women prior to release, to ensure continuity of care
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Workshop D: Effective Community Outreach Strategies
for Perinatal HI'V Prevention — Janet Cleveland, chair

Goal: To increase workshop participants knowledge of effective and innovative outreach strategies
for the prevention of HIV perinatal transmission

Objectives

. Provide an overview of the importance of providing outreach services as part of a
comprehensive plan for preventing HIV perinatal transmission

. | dentify innovative outreach strategies which clinicians and community-based organizations
may utilize for preventing HIV perinatal transmission

. | dentify and address challenges to providing effective outreach services

. Examine critical components of an outreach program from the consumer’ s perspective

. Share experiences of model programs

Responding to the Goals— Laura Riley, Massachusetts General Hospital

Models that work include state-of-the-art medical care, substance abuse and mental health
counseling, childcare services, which are all enhanced by peer advocates for women at risk or HIV-
positive women receiving care.

CDC data show that HIV diagnosis was made prior to delivery in 68% of women in 1993 compared
with 81% in 1996. Thisimprovement is not good enough. We need to reach more women with our
prevention information and testing strategies so they can make informed decisions for their unborn
children.

Peer Education/Advocacy Program

Examples of programsthat aid in this effort:

A comprehensive prevention and risk reduction project in the African American communitiesin
Georgia provides youth education, parenting education, and collaboration with other community-
based organizations (CBOS).

Women Helping Women, a national organization, involves peer education within specific ethnic
groups.

Community/M edia Projects
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Documentaries of women relating their personal experiences with HIV are very effective. Television
soap operas that incorporate HIV/AIDS into the storyline also generate viewer interest (measured
by callsto hotlines following airing of the programs).

Coalition of Black Churchesin Boston. The impact of the clergy in the African American
community is potentially profound. They may reach some women in away that agencies cannot,
given their ability to change social norms and facilitate discussions of sexuality.

Provider Education. Continuing education of doctors, nurses, physician assistants, and midwives
is key. Continually update guidelines and gather information from multiple sources, including
sources used by practitioners; e.g., American College of Obstetricians and Gynecologists (ACOG),
American Association of Pediatrics (AAP), and CDC. Provider education must be relevant and
practical within the context of aroutine visit; e.g., must not take alot of time.

Practitioners have several other things to discuss within a short office visit. Incorporate sexualy
transmitted disease (STD) and HIV prevention in routine clinical care. Talk about concerns for HIV
with every patient. Redirect the notion of genera obstetrician-gynecologist (ob-gyn) providing care
for HIV-infected women, and support collaborations with appropriate expertise.

Key M essage: Dispel the “at risk” concept; make HIV counseling and testing a routine part of
obstetrical care, and make counseling guidelines practical for use within the context of a routine
office visit.

Sisters Together and Reaching (STAR) — Debra Hickman

Rev. Hickman succeeded in responding to a challenge to reach 150 women. After initial contact,
she noted these women often returned for second and third prenatal care visits. She reached these
women in places they frequent; e.g., their homes. She met women who were not HIV-positive but
were at risk, women who had no prenatal care, no insurance, felt unwanted and leery of the long
waits for service or how they would be treated when they went for services.

In our service organizations, everyone involved must know how to reach out to each individual.
For the pregnant women, it is challenging just to be able to show up for an appointment. We often
don't know what it took for her just to get there.

Basic Suggestionsfor Outreach

. Be courteous.

. Make a good first impression.

. Consider other issues besides pregnancy that the woman may be dealing with. Social issues
often determine the woman’s compliance.

. Help each woman feel empowered; i.e., help her choose her next appointment.

. Explain treatment in lay terms.

62



. Pair women with persons with whom they can identify (peer counselors), persons who are
suitable and sensitive to the job.

. Educate everyone (through in-home parties, communities, businesses).

. Offer incentives (baby showers). Collaborate with companies in giving in-home parties.
. Be aware that providers have limited time for outreach.

. Involve the front-line staff.

. Educate, educate, educate.

Key Message: It is possible to successfully contact hard-to-reach women, but you must go where
they are and deal with them on their level, recognizing their concerns and needs.

Al D Survival Project —Marcya Gullatte-Owens

This project is an organization that began in Georgig; it is known for its HIV Resource Center.

Ms. Gullatte-Owens shared a very personal story of coming from a middle-class background, being
well-educated and informed on health issues, at low risk for HIV infection—until she discovered in
1994 that she was HIV-positive, pregnant, and had a dysplasia that could lead to cervical cancer if
not treated. She spent the early days of her pregnancy dealing with “ morning sickness’ type
symptoms. She stated she did not want to deal with the HIV. She said, “1 chose to bottle it up and
focus on the pregnancy and completing college.”

During her second pregnancy, after much difficulty in finding a physician who could help her, Ms.
Gullatte-Owens ultimately encountered doctors who understood her needs for HIV treatment and
her pregnancy issues. Two doctors, an infectious disease specidist and an ob-gyn, worked together.
They formed ateam and a treatment plan, and Ms. Gullate-Owens delivered another healthy baby.
The children are four years and nine months apart in age.

Ms. Gullatte-Owens' story shows the need for outreach and education efforts to be in place at all
levels of the continuum of care so that women know and get the support they need to eliminate
perinatal transmission of HIV. Women should not have to work as hard as she did to obtain
accurate information and a support system to allay their fears and apprehensions. WWomen should
not have to fight as hard as she did to find a provider who understands the specia needs
surrounding HIV infection in pregnancy. Ob-gyns and infectious disease specialists should work
together. HIV-infected women should not be made to feel like criminals for becoming pregnant.
Women should be educated about HIV prevention and treatment by their providers, and not vice
versa, asin Ms. Gullatte-Owens' case.

“I learned that we must reach out to everyone along the continuum of care— from the patient to the
provider to socia agencies—to eliminate perinatal transmission. Outreach is ongoing.”
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Workshop E: Perinatal Training M odels and Resour ces—
Jill Ledlie, chair

Goal: To help improve the ahility of providers to reach women of reproductive age and support
these individuals in making decisions and behavior changes that will reduce their risk of acquiring or
transmitting HIV

Objectives

. | dentify and locate available educational resources regarding the prevention of mother and
child transmission

. | dentify at least two different training resources regarding HIV counseling and testing for
women of reproductive age

. |dentify at least one innovative method for targeting educational and counseling messages to

women of reproductive age

Educational Resources

American College of Obstetricians and Gynecologists (ACOG)
I nformation Packet
Joint American Academy of Pediatrics (AAP) and ACOG statement on counseling and
testing
Committee Opinion on cesarean deliveries (prevention of vertical HIV transmission)
Patient education flyer, HIV Testing in Pregnancy
Tear pad with patient education materials for examination room)
Laminated fact sheet for physicians (for examination room)
Order form for Video, HIV and Pregnancy, What Every Woman Should Know
Postgr aduate cour ses (listed on website)

Academy of Medicine of New Jer sey
* AIDSLine (newdetter)
+  609.275.1911

National Pediatric and Family HIV Resource Center (NPHRC)
Literature: (availablein English and Spanish)

. Pocket card: Guidelines for Use of HIV Antiretroviral Therapy in Pregnancy/Follow-up Care for Infants
Born to Motherswith HIV Infection

. Reduction of Perinatal HIV Transmission: A Guide for Providers

. What Women Need to Know: The HIV Treatment Guidelines for Pregnant Women

Web page

< For health and social service providers (www.pedhivaids.org)

< For families and caregivers (www.fxbcenter.org)
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< For kids and teens (www.kidsconnect.org)

Centersfor Disease Control and Prevention (CDC)

CDC offers Fundamentals of HIVV Prevention Counseling to community-based organization (CBO)
or health department staff members, and other trainers.

. Train-the-trainer model

. Four-day training

. Contact Theresa Moss (404.639.2918)

Training Resour ces

National Pediatric and Family HIV Resource Center (NPHRC)
Targeted training of health care providers

. Train-the-trainer (faculty training) model
. Support for trainers

. Outcome evaluation

. Contact www.pedhivaids.org

Centersfor Disease Control and Prevention (CDC)
Fundamentals of HIV Prevention Counseling

. Train-the-trainer model

. Four-day training

. Contact Theresa Moss (404.639.2918)

| nnovative M ethods

Peer education

Special populations (women'’s correctiona facilities, Inmate HIV Specialist Program)
Roving seminars (Academy of Medicine of New Jersey, 609.275.1911), a pool of experts
who give grand rounds or other types of presentations within New Jersey. Perinatal HIV
Transmission is one lecture in this series.

Physician aids—ACOG (patient education tear pad, physician reference sheet),
Californiaflip charts with patient information on one side and physician cues on the other

Other Issues

Training information should be appropriate for the audience, culture, literacy level, and
language. The Health Care Financing Administration (HCFA) has free materials available

in 14 languages, CBOs are another resource for multilingual materials. Job aids, brochures, etc.,
should be supplemented with face-to-face counseling.

65



Workshop F: Evaluation of Prevention Programs—mary Glenn
Fowler and Mary Lou Lindegren, chairs

Goal: To discuss with states the types of data that should be collected by states as part of
monitoring and impact evaluation of the Perinatal HIV Prevention Program

Objectives

» Assst statesin collecting data regarding the monitoring and impact of their programs on perinatal
HIV prevention

» Discuss different Centers for Disease Control and Prevention (CDC) and state data collection
instruments aready available and share states' experiences using these instruments

» Discuss approaches to collection of data on specific targeted perinatal prevention programs

» Discuss how monitoring and impact tools can be used in an ongoing manner to improve program
efficiency and outcomes

Guiding Principles of Evaluation — Mary Glenn Fowler, CDC

This workshop begins the process of sharing strategies and reviewing state approaches. CDC is creating
an internal evaluation group with ongoing meetings. Input by states isimportant. A summary of
evaluation tools and methods should be ready by midsummer.

Evaluation

»  Should be conducted within the context of ongoing surveillance and data collection.

» Should use targeted programs that evaluate impact on women and children.

* Should use a standardized approach to data collection of key variables, not necessarily al survey
instruments.

Strategms/Approach&e/Rwourc&
Use of pediatric enhanced surveillance and other data sets available in states
» Targeted perinatal programs
*  Summary progress reports (provided to CDC by grantees)
» Surveysto evaluate materials and educational packages developed by national organization partners

Summary of State Proposals —Abu Abdul-Quader, CDC

All grantees target some or all populations specified in Request for Proposal; i.e., women consumers,
providers, public health agencies.
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Targeted women include women who are in the general population, of childbearing age, pregnant,

HIV -infected, substance abusers.

I ntervention strategies tar geting women include

Outreach

Social marketing

Testing and referrals
Prevention case management
Enhanced case management
Risk assessment

Health care provider interventionsinclude

Information dissemination
Education

Training workshops

L ectures and seminars

I nter ventions tar geting other s—health department staff, staff at drug treatment facilities,
and sexually transmitted disease (STD)/HIV surveillance staff— include

. Training and education

. Collection and analysis of data

. Review of medical record

. Cross-training of staff from Women, Infants, and Children (WIC), Maternal and Child

Headth (MCH), and drug treatment programs

In addition, other activities include collaboration with various agencies, building codlitions,
establishing linkages with the community.

Epidemiologic Profiles and Datasets Already Available for Development and
Assessment of Epi Profile— Mary Lou Lindegren, CDC

Enhanced Perinatal HIV Surveillance

Thirty-two states currently have named HIV reporting. Funding for enhanced perinatal surveillance
isin 22 of those states with the highest seroprevalence. Enhanced perinatal surveillanceis an
expansion of Surveillance to Evaluate Perinatal Prevention (STEP), a surveillance project initially
implemented in four states (NJ, SC, MI, LA) in 1996 and was instrumental in the recent Institute of
Medicine (I0OM) report findings.

. Enhanced ascertainment of mother-infant pairs. active case findings at pediatric sites and
obstetric hospitals, matching of HIV/AIDS registry to birth registry, laboratory reporting,
and women pregnant at the time of report

. Systematic ascertainment of data from multiple sources. maternal HIV clinic, prenatdl,
labor/delivery, newborn and pediatric records, standard case report form and supplemental
data collection form, active follow-up of exposed infants every 6 months for infection status
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. Collaboration with programs (HIV prevention, MCH, substance abuse)

States without HIV Surveillance

- Alternate methods to collect data on HIV-infected mothers and their newborns—facility-based
collection of enhanced perinatal HIV survelllance data, with Institutional Review Board (IRB)
approval at those facilities
Standard case report form and supplemental data collected on HIV-infected mothers and
exposed children at those selected facilities (prenatal care, HIV testing, ART)

Characterizing the Local Perinatal HIV Epidemic and the Impact of Prevention, Using HIV
and All Available Sources of Surveillance Data
- Prenatal care
General population [birth certificates, Pregnancy Risk Assessment Monitoring System
(PRAMS)]
HIV-infected women (enhanced perinatal HIV surveillance)
HIV counseling and testing
All pregnant women [birth certificates, PRAMS, audit of hospital prenatal records at Emerging
Infections Program (EIP) sites]
HIV-infected women (enhanced perinatal HIV surveillance)
Use of antiretrovira therapy—ART, enhanced perinatal HIV surveillance, Survey of
Childbearing Women (SCBW)
Outcome of child (enhanced perinatal HIV surveillance)
Other sources [Medicaid, Supplement to HIV/AIDS Survelllance (SHAS), HIV counseling and
testing, Pediatric Spectrum of Disease (PSD)]

States are in different stages of data collection from some or all of these sources. New Jersey and
New York City have enhanced perinatal HIV surveillance data aready and other data sources as
well, and those will be presented during this session.

Here is an example of Connecticut Surveillance Data.

. Pediatric HIV surveillance data, including perinatally exposed children
. Survey of prenatal providers
. Audit of provider medical records

State-specific Strategies. New Jersey and New Y ork are “seasoned” sites; Florida demonstrates a
more recent but successful surveillance/intervention.

New Jer sey —Diane Abatemarco
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. Resourced/information are available to other sites especially PRODAS, SAS analysis
programs, especialy for merging registries.

. NJ program is a hybrid of surveillance and prevention with strong outcome evaluation
component.

. Perinatal prevention is done by mobile outreach through local committees with a
surveillance representative on these outreach committees.

. Tools

. HIV/AIDS Reporting System (HARYS)

. Survey of Childbearing Women (SCBW) - Local funds to continue ZI P-code— based
risk

. Surveillance to Evaluate Perinatal Prevention (STEP) - Medical abstract survey to
evaluate maternal-infant pairs 1994 to present. Looks for missed opportunities
(otherwise known a enhanced perinatal HIV surveillance).

. Birth certificate matching

. Studies - SHAS or graduate student studies

. New HIV counseling information module on birth certificate

. Exploring laboratory database as potential use of provider change in testing patterns

Review of NJ Studies

. Knowledge, attitudes, beliefs, and intentions surrounding ZDV use—pregnant women, more
knowledge relates to more adherence

. Diffusion of HIV counseling by NJ obstetricians/gynecologists

. Factors related to pregnant women ZDV use—algorithm of how to look at risk factors for
ZDV use

Lessons Learned from STEP in NJ. Large number of women receive poor or no prenatal care.
Next "step” for enhanced perinatal surveillance in NJ

. Combination therapy, adverse events, resistance
. Viral load (April 2000 law change to include reporting of viral load)
. Mode of delivery (elective cesarian section for HIV prevention)

New York State — Jm Tesoriero, Brian Gallagher

NY Task Forcefor the Prevention of Perinatal HIV Transmission Evaluation Workgroup
Goals

. Increase prenatal care use to $95%.

. Increase rate of prenatal HIV testing to 90% in hospitals targeted for testing.

. Increase percentage of HIV-infected women and infants who receive full 076 antiretroviral
therapy from 51% to 90%.

. Reduce perinatal HIV transmission in each target area from 12% to <5%.
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Community Action for Prenatal Care (CAPC) Initiative

. Target areas are Bronx, Brooklyn, Manhattan, Buffalo. Focus on areas by ZIP-code—based
risk.

. Uses local community planning committees

. Mobilizes existing resources (HIV, substance abuse, MCH) rather than create new.

. Trains prenatal care providers and outreach staff members.

. Hopes to eventually expand training beyond target areas.

. Plans to offer technical assistance to hospitals with high seroprevalence and low testing
rates.

NY Task Force Evaluation Workgroup

Represents a wide range of agencies
Monitors program implementation.
Reviews process and outcome data.
Recommends program improvements.
Directs implementation team.
Develops evaluation strategies.

Further Questions/l ssues
What are the important research questions?
How can information be abstracted from existing data?
How can we show that gains result from our interventions, not from other programs?
When are individual, rather than aggregate, data necessary?
How much data collection responsibility should be placed on community workers?

Process M easur es
Outreach (number efforts, number contacts, location of contact)
Intake data (number, source, demographics and risk, pregnancy status, prenatal care status, HIV
status, services received)
Referrals data (number, type, compliance)
Training (outreach workers and hospitals)

Outcome M easures
: Prenatal care use
HIV testing patterns and rates
Receipt of full 076 antiretroviral regimen
Treatment rates
Birth outcomes (e.g., birthweights)
Knowledge, attitude, and behavior changes resulting from training (outreach workers and
hospitals)
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HIV Antibody Prenatal Care Antiretroviral HIV Infection
Status Counseling and Use Status
Testing

HIV Test History X
Newborn Screen X
Charts (prenatal, X X

labor, delivery,

infant)
PCR Results X

Resources Availableto Other States
Variables added to chartsre: HIV
Provider form
Newborn screening form

Florida — Marlene LaLota

Evaluation of Perinatal HIV Prevention Programs
. The program began in 1994 after Pediatric AIDS Clinical Trials Group (PACTG) 076.
It is multipronged (consumer and provider) with a wide variety of agencies.
It is overseen and directed by an interdisciplinary workgroup.
It is supplemented by a 1996 Florida law, which required mandatory counseling and voluntary
testing.

Twofold Strategy: Educate 1) providers and 2) consumers
1. Provider Resources

Packet

Video

Medicaid contract

QI Review

Seminars

Newdletters

Ongoing provider training and education

2. Consumer Approach

Socia marketing
Woman’ s Time newsletter
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Targeted Outreach to Pregnant Women Act (provides outreach to pregnant women without
prenatal care)

Evaluation Resour ces
. Perinatal provider survey
PRAMS
Pediatric HIV/AIDS surveillance data
AIDS education training center contract
University of Florida contract
Hospital record and policy review (11 counties)

Evaluation Plan
Develop assessment models to evaluate social marketing (Miami-Dade County).
Characterize secondary data sources.
Develop data link.

Because thisis a new program, they are working to analyze and integrate data to develop an epi profile.

New/Proposed Strategies
Electronic birth certificate for testing data
Add variables to counseling and testing (still using old seroprevalence data)
SCBW from 1995 (CDC)
Children’s AIDS network database (9 pediatric centers, >95% HIV-infected children, and
information on maternal-infant pairs)

Workshop F: Summary

Further strategies to be developed

. Share information.
Develop timelines.
Distribute summaries.

Group Discussion/Questions
How does the perinatal prevention program fit into the overal state evaluation plan?
How can we assess the impact of perinatal programs in low infection/seroprevalence states?
How can we integrate prevention, surveillance, and other new partners?
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Workshop G: Linkagesfor Perinatal Prevention —wmary
Willingham Wettrich, chair

Goal: To learn about and discuss the importance of linking perinatal HIV prevention activities with
other relevant services. To be informed about specific models of linking services and brainstorm about
potential other models

Objectives

. Become familiar with CDC and Health Resources and Services Administration (HRSA)
expectations around linkages

. Learn about specific models of linking perinatal prevention activities with maternal and child
health programs, private providers, women and infant programs, and family planning programs

. Discuss models of linking with additional programs serving women

Linking HIV and M aternal and Child Health (M CH) Programs—Deborah Allen,
Massachusetts Department of Health

Goalsof Linkage

. Integration of HIV careinto “fabric” of reproductive care
. Fewer infected babies
. Earlier care for women

Linkage is Optimal Strategy

. Women are most likely to go for reproductive care.
. Women are most likely to accept testing if offered in context of care.
. Pregnancy provides a unique opportunity.

Barriersto Linkage

. Diverse systems [prenatal care, family planning, Women, Infants, and Children (WIC)], home
visiting, early childhood, substance abuse, prison health)

. Complex structure within each system

. Private providers seeing themselves outside the system

. Limited time for provider and patient contact due to the multiple demands on provider

Linkage Strategy

Analyze the problem.
. Look at the entire cascade (preconception to pediatric care).
. Pinpoint system failure.
. | dentify and learn the structure of relevant systems.
. | dentify or create opportunities for change.
. Make the case.

. Make it easy.
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. Use pull aswell as push.
. Provide feedback.

Example: Power of Persuasion

WIC ©  Breast-feeding ©  HIV

WIC has a strong message about breast-feeding. Because breast-feeding can lead to transmission of
HIV, it was important to modify this message. Successful communication made this possible, and WIC
changed its message to “Breast isbest . . .unlessyou have HIV.” The new message makes it important
for the WIC program to encourage women to know their HIV status. As aresult, a proactive approach,
which addresses HIV early when a pregnant woman enrollsin WIC, permits them to be more forceful in
promoting breast-feeding if they don't have to worry that some women have unidentified HIV.

MCH/HIV Integrated Project —Deanne Taylor, Cook County Hospital
This project was a HRSA 5-Y ear Funded Project.

Purpose: To create a perinatal HIV risk-reduction system
. For early identification
. To develop guidelines

Par tner ships (between state agencies, cities, counties) were created, and an Advisory Council was

developed.
Strategy was to do a needs assessment
. Survey of providers showed weak counseling and testing practices.
. Found the need to train MCH providersto integrate counseling and testing.
. Created committees to develop guidelines and policies.
. Involved consumers.
. Developed and administered a survey to determine outcomes.
Outcomes
. Trained over 4,000 providers.
. Developed written guidelines.
. Developed a patient/provider agreement. Consumers were part of this partnership, and the

providers saw the consumers involvement as being positive.

L essons L ear ned

. Work within the existing system.

. Providers need user-friendly materials.

. Training is not enough.

. Written policies facilitate compliance.

. Continue to monitor the system and address barriers.

Targeted Outreach for Pregnant Women Act (TOPWA) —Frances Walker
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Floridais a state with high numbers of women with HIV. Women of color are disproportionately
represented. Preventing perinatally transmitted HIV requires that women have access to adequate
prenatal care. TOPWA resulted from and is about collaboration with representatives from county health
departments and other agencies.

TOPWA

. I's an outreach program—many outreach workers are peers.

. Resulted from state legidlation.

. |s a state-run program (part of the department of health) working with community-based

organizations (CBOs) in five counties with high incidence of HIV/AIDS. CDC funding will
allow TOPWA to expand to an additional six counties.

Goals: By proving funding to CBOs, through county health departments, reduce the number of women
who give birth to HIV-infected and/or substance-exposed newborns

Focus. Outreach

Go out and find high-risk women, develop relationships, work nontraditional hours, start
where clients are.

Screen women for eligibility.

Make referrals (linkages) and see that they occur.

Develop linkages between TOPWA and service providers.

Give community presentations.

Negotiate special status with other agencies for high-risk clients.

Service providers appoint a key agency contact to work with TOPWA.

Referral Process

TOPWA agency contacts provider, clinic.

Enrolled clients are notified of scheduled appointment and get the client there.

Clients are called or visited to ensure appointments are kept.

Clients who skip appointments—problems are addressed; e.g., lack of transportation or
no health insurance/Medicaid.

Benefits of Collaboration

Linkages are strengthened over time.
Referrals are reciprocal—other agencies refer clientsto TOPWA to help make
connections with women to be adherent.

Hard-to-reach Women

Work with women who are being released from jail or are “no-shows’ at county health
department clinics.

Clientsthat are at high risk are hard to find and “disappear” if not tracked.

Incentives (e.g., baby showers) are effective.
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Workshop H: Issuesof Special Populations —uanet Cleveland, chair

Goal: To familiarize grantees with the issues related to specia populations such as substance
abusers, women in correctional facilities, and immigrants

Objectives

. Discuss issues related to substance abusers and their special needs

. Learn more about the special needs of women in correctional facilities

. Discuss the unigue needs of immigrant populations

. Learn about similar state programs to control perinatal transmission of hepatitis B

Rhode Idand Department of Corrections —Jennifer Clarke

As agenera statement, the majority of incarcerated women do not remain in prison for long, are
involved with drug use, and are #35 years old; 25% have dependent children who live with a family
member.

Key Services

HIV testing

. Optional on the day of commitment (95% accept)

. Mandatory on sentencing

HIV care

. Provided by the “ A-team,” an immunology center outside the jail.

. The same doctor follows up with men and women in and out of jail.
. Comprehensive care, including birth control, is provided.

Project Bridge

. Purpose: To decrease the rate of HIV transmission among high-risk women leaving prison
. Collaborative project
. Initiated at prison, continues at a community site
. Enrollment: All women at risk (history of drug use or sex trade work) are enrolled.
. Education: The women are educated about
. Prevention of sexually transmitted diseases (STD)
. Lower risk drug use (e.g., needle exchange)
. Family planning
. Drug treatment facilities
. Other efforts: Vaginitisand STD are aggressively treated.
. Results
. Recidivism rates decrease.

. Women are more educated about hepatitis C.
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. Incarceration is an opportunity for public health interventions.

Perinatal Hepatitis B Prevention —Tasneem Malik, Centers for Disease Control and
Prevention

. Hepatitis B is a public health problem.

. Hepatitis B is more infectious than HIV.
. Modes of transmission are similar to those of HIV.
. Interventions (infant) should be initiated at birth and followed up at 12 months.
. Key elements of perinatal prevention (similar to those of HIV)
. Screening
. | dentification and reporting
. Case management
. Immunoprophylaxis at birth
. Reasons pregnant women are not screened (similar to HIV)
. No prenatal care
. No hospital written policy
. Reasons infants are not screened (similar to HIV): Infected women are not identified.
. Strategiesimplementation
. Screen all pregnant women.
. Enhance case management.
. Use tracking methods.
. Use multiple reporting systems.
. Be persistent and dedicated.
. Use other strategies. home visits, phone calls, link with other programs and offices,

[Women, Infants, and Children (WIC), refugee offices], churches (send staff member who
can speak the language).

Linkages Among Programs (e.g., STD, perinatal hepatitis B)

. Look for populations with similar risk behaviors.

. Look for similar reporting mechanisms.

. Look for similar monitoring activities (e.g., screening audits for both hepatitis B and HIV).
. More integration is needed among al programs.

. Use of funding from different sources will help.

Other Strategies
. Follow-up through home visits or phone calls or linkage with other programs.
. Churches are good locations for reaching immigrants.
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